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Adult Mental Health Essay
Critically discuss the evidence base that people with 
borderline personality disorder can be treated 
effectively by general adult mental health services.
What implications might this have for the provision of 
services?
January 2003 
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The Diagnostic and Statistical Manual (DSM) of the American Psychiatric Association 
(4*^  Edition) defines ‘personality disorder’ as ‘an enduring pattern of inner experience 
and behaviour that deviates markedly from the expectations of the individual’s 
culture’ (p689). Torgensen, Kringlen and Cramer (2001) have found that 13.4% of a 
community sample fulfilled the indications for ‘personality disorder’.
This essay will explore a key issue relating to the specific diagnosis of ‘borderline 
personality disorder’. Specifically, it will concentrate on the evidence for the effective 
treatment of this group in general adult mental health services.
In the first instance, this discussion will attempt to define key terms and concepts. 
The essay will then review the existing research addressing interventions suitable for 
general adult mental health services. Theoretical background will be provided where 
appropriate.
Based on the content of such research, an attempt will then be made to consider the 
wider implications for service development and commissioning of resources.
Working definitions
For the purposes of this essay, the term’ borderline personality disorder’ (referred to 
here as BPD) will be defined using the diagnostic criteria of the DSM-IV (1994).
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Although a number of authors (e.g. Skodol, Gunderson et al 2002) have advocated a 
more trait orientated approach, a majority of research studies relevant to the present 
discussion have used this taxonomy.
The DSM-IV diagnostic criteria for BPD outline 9 criterion, of which the individual is 
required to fulfil 5. It occupies, along with antisocial, narcissistic, and histrionic 
personality disorders, the ‘Cluster B' grouping, said to be characterised by behaviour 
which is ‘dramatic, emotional or erratic’(p685). It is characterised by ‘a pervasive 
pattern of instability of interpersonal relationships, self image, and affects, and 
marked impulsivity beginning by early adulthood" (p710). An individual with 
‘borderline personality disorder’ may display considerable difficulty with 
abandonment, either perceived or existing. In addition, relationships that do exist are 
problematic, with the individual alternating between idealizing and devaluing the 
other. Impulsivity in potentially self-damaging areas (e.g. substance misuse) is 
accompanied by ‘recurrent suicidal behaviour’ or self injury. A ‘chronic feeling of 
emptiness’ (p710) may be experienced, with intense anger and patterns of ‘transient’ 
paranoia, or dissociation. Such characterlogical difficulties contribute to considerable 
difficulties which subsequently complicate the therapeutic process, highlighted by the 
‘Guidelines for the treatment of borderline personality disorder’ published by the 
American Psychiatric Association (APA) in 2001.
BPD has a number of complex implications for services. Nehls (2000) details the 
experiences of clinicians involved in case management of individuals with BPD, 
highlighting difficulties in boundary setting in supportive relationships. Significantly, 
Kraus and Reynolds (2000) note that the most likely outcome of therapy will be for a 
BPD client to ‘drop out’. Kernberg (2001) has recently characterised this client group 
as manifesting ‘suicide as a way of Iife’(p199), independent of co-morbid mood.
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Mehlum, Friis, Vaglum and Karterud (1994) traced clients with BPD at an average of 
2.8 years. At index assessment, 46% had a history of one or more suicide attempts. 
79% of this group showed persistence at follow-up, with suicidal ideation a strong 
predictor of long term outcome. Notably, reduction of suicide has recently been 
specified as a national priority by the National Service Framework for Mental Health
(1999).
Two recent studies have attempted to qualify the frequency of occurrence of BPD in 
general community samples. Torgensen et al (2001) found that 0.7% of a sample of 
18 to 65 year olds exhibited the characteristics associated with the DSM-IIIR criteria 
for BPD, twice as often in female participants. Samuels et al (2002) emphasising the 
co-morbidity of Axis 1 disorders, and found that 0.5% of a sample to be diagnosable 
with BPD.
In an attempt to define the boundaries of a ‘general adult mental health service’, this 
discussion will consider them analogous to community mental health teams 
(CMHTs). King (2002) observes that a central role has developed for such teams in 
the provision of support and intervention for those individuals who have difficulties in 
relation to pervasive mental health difficulties. The ‘Mental Health Policy 
Implementation Guide: Community Mental Health Teams’ (Department of Health 
2002) further specifies the need to support those with ‘severe disorders of 
personality, in circumstances where such clients ‘can be shown to benefit by 
continued contact and support’ (p4). This document specifies a multi-disciplinary 
team structure, involving medical, nursing, social services and psychological 
professionals.
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The implementation document identifies the CMHT as a secondary service, which is 
able to offer, amongst assessment and liaison roles, therapeutic intervention. It is 
suggested that this include Type B’ therapy, or ‘eclectic psychological therapy and 
counselling’ (p11). It is stated that CMHTs should not be expected to provide Type 
C’ or ‘formal psychotherapy’, although should be in the position to make referrals to 
such services.
The National Services Definitions Set for Specialised Mental Health Services 
(Department of Health 2001) notes an apparent difficulty in defining what should be 
provided at a secondary level. Significantly for the present discussion, it is 
suggested that at a local level, most forms of psychological therapies should be 
provided. It is however stated that ‘psychotherapy can be regarded to be specialist if 
it is provided for complex cases or treatment resistant individuals’ (p12), and 
emphasises that the term should cover any inpatient based therapy, as well as 
‘specialised outpatient’ and ‘day case’ interventions. Thornicroft et al (1999) describe 
the CMHT as a ‘building block’ of community services, emphasising its utility in 
‘continuity of care and flexibility’(p511 ). As such a role exists for facilitation of access 
to therapeutic services, whilst still retaining care co-ordination within the multi­
disciplinary team.
This discussion will employ two definitions in contextualising the present debate. A 
broad definition of mental health services will be considered, which will include 
situations in which CMHT care co-ordination, facilitates access to local resources, 
such as outpatient psychotherapy services. A more restricted definition will also be 
considered, which will focus on the resources available within a multi-disciplinary 
team.
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Review of Evidence Base
General overview
The recent American Psychiatric Association treatment guidelines advise the use of 
two forms of psychotherapy treatment based on the result of ‘randomised control 
trials’, namely ‘psychoanalytic/psychodynamic’ therapy and Dialectical Behaviour 
Therapy (Linehan 1993). These guidelines consider the temporal, but not service, 
context for intervention, suggesting that ‘substantial improvement may not occur until 
after approximately one year of psychotherapeutic intervention’ (p5).
Bateman and Fonegy (2000) have reviewed studies evaluating treatment of BPD 
across a number of different settings and treatment paradigms, including a small 
number of BPD out-patient programs. These authors emphasised an apparent lack 
of controlled research studies, and concluded that the evidence for treating 
personality disorders in this setting, and treatment in general, was ‘unconvincing’.
In addition, Kerr (1999) notes that a majority of community mental health teams have;
Limited back-up facilities in terms of specialist psychotherapy services, whether in 
the form of traditional out-patient services, or in residential centres such as 
therapeutic communities (p426).
A recent study by Cheisa, Fonagy, Homes, Drahorad and Harrison-Hall (2002) 
compared a focused inpatient service and a ‘Step Down’ program of 6 months of 
inpatient input, followed by 18 months of ‘psychosocial therapy in the community’. 
These interventions were contrasted with a general mental health service, which
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chiefly supported co-morbid symptoms, e.g. depression. In general it was proposed 
that the two specialist programs were more cost effective than the non-specialist 
intervention. The latter study therefore suggests considerable scope to develop 
effective non-specialist, community treatment for individuals with BPD.
Psychotherapy research: some practical considerations
Guthrie (2000) observes that most psychotherapy research incorporate clinical trails 
with strict selection methods, usually based on homogenous groups, who are then 
treated by experienced clinicians. Guthrie emphasises the need to employ research 
designs more closely linked to the way in which therapy will be delivered in realistic 
settings. Such a need is closely related to the present consideration of research 
relating to community services, and these criteria will serve as a further 
methodological context.
Chambless and Hollon (1998) have discussed the need to consider ‘empirically 
supported treatments’, suggested to be best demonstrated through the use of 
‘randomised control trials’. Kisely (1999) in reviewing treatments of BPD suggests 
that evidence not based on randomised control trials may lead research away from 
valid commissioning. However, Bateman and Fonagy (1999c) emphasise the need 
to recognise that services should not simply be commissioned on the basis that they 
are randomised trials.
The role of medication
Skodal et al (2002) note growing research data focusing on biological underpinnings 
for key characteristics of BPD, including ‘impulsive aggression’, ‘affective instability’,
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‘anxiety’ and ‘psychotic like symptoms. Provision and monitoring of medication is an 
intervention directly associated with secondary level services (Department of Health 
2001), and perhaps provides the most direct intervention approach for general 
mental health services. An extensive review of the literature regarding 
psychopharmacological intervention will not be made, since such intervention need 
not deviate significantly from recommend standard provision of all services.
Stein (1992) outlines the historical context of medication use in personality disorders, 
emphasising the previous ‘pragmatic’ administration of medication to hospitalized 
clients. It was also noted, that, due to the specific experiences of those individuals 
with BPD, provision of drugs which might be lethal if over consumed would be 
inappropriate. Soloff (1994) notes a general efficacy for neuroleptic medication, but 
suggested that there is a need to consider both the biological and ‘learned’ traits of 
borderline personality disorder. As such, medication might only be effective in that it 
could provide a context to psychotherapeutic intervention.
Mohan (2002) suggests that indicators for pharmacotherapy are acute difficulties, 
with medication prescribed as a short term buffer for distress such as self harm. 
Mohan concludes that concrete specification of the long term effects of medication in 
BPD can not be made and emphasises the need to combine pharmacological and 
time-limited therapeutic interventions.
Psychotherapeutic interventions
Relevant evidence for effective treatment strategies applicable to community based 
settings will now be discussed. Mohan (2002) in reviewing available treatment 
interventions selected to group theoretically related studies. Due to the wide range of
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theoretical models, a similar structure will be used in the present discussion, and will 
consider together studies which have employed similar treatment models. In the first 
instance, this discussion will consider those studies relating to ‘Dialectical Behaviour 
Therapy (DBT)’ (Linehan 1993)
The DBT approach was formulated by Linehan (1993) primarily targeting a para- 
suicidal client base. It is characterised by a diathesis-stress model which includes an 
inherent biological vulnerability to ‘emotional dysregulation’ which is compounded by 
an invalidating and traumatic early life environment (Linehan and Kehrer 1993). 
Linehan (1993) incorporates the use of cognitive and behaviour therapies, 
advocating the use of ‘dialectics’, seeking to balance the opposing perceptual 
experiences of BPD. The key dialectic is said to be that of accepting of the client’s 
experiences, whilst seeking to implement transformation. Therapeutic intervention 
includes individual psychotherapy, group problem solving, and crisis telephone 
contact between client and clinician, supported by dialectic group based supervision 
of therapists. The following studies have attempted to empirically validate this model 
as an outpatient approach.
Linehan, Armstrong, Suarez, Allmon and Heard (1991) implemented a randomised 
control trail using two groups of 22 female ‘chronically parasuicidal’ borderline 
patients based on a ‘manualised’ DBT framework. The control condition, ‘treatment 
as usual’ was based in part of the provision of alternative therapies, models of which 
were not outlined, a criticism noted by Scheel (2000). Outcome measures were 
behavioural in origin, and found that there was a significant reduction in parasuicide 
in relation to the control group, both with respect to frequency and medical risk. In 
addition, those in the DBT condition were significantly more likely to maintain 
therapeutic contact, and that those in the control condition required significantly
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greater numbers of inpatient stays compared to the DBT group. A closer analysis of 
treatment gains proposed that the DBT group exhibited the most improvement within 
the first 4 months of treatment. Because of the reported therapeutic impact on such 
behaviour, they logically address a key concern for those considering fiscally and 
clinically community interventions. However, Scheel notes the disparity between 
psychological and behavioural measures, in particular the contrast between 
reductions in suicide, with minor reduction of suicidal ideation.
Long term follow up of the cohort was later carried out by Linehan, Heard and 
Armstrong (1993). This ‘naturalistic follow up’ took place within 6 and 12 months of 
the end of treatment. The results of the study were interpreted to suggest 
maintenance of the effectiveness prompted by the experimental group compared to 
treatment as usual. No significant differences were found in relation to parasuicidal 
behaviours, which was attributed to the problem of providing a ‘cure’ for the issues 
facing those with BPD (p974), with the suggestion that one year of treatment was not 
sufficient for this client group. The authors emphasised the potential impact of the 
sample type, in which all participants were similar in terms of level of severe 
dysfunction. An additional cohort was studied using the same methodology by 
Linehan, Tutek, Heard and Armstrong (1994) which confirmed interpersonal gains 
experienced as a result of the use of DBT. In an effort to expand the range of DBT, a 
replication by Linehan, Schmidt et al (1999) found gains in both general functioning 
and reduction of substance misuse in a sample of female borderline patients with 
substance dependence. There is an implication within this research seems of a 
treatment to be implemented as a specifically community orientated intervention, 
implicit with the use of the community based treatment as usual.
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Klein (1999) has raised concerns with respect to ‘procedural validity’ in 
psychotherapy research, specifically focusing on research studies carried out by 
authors with a theoretical investment in a model. A recent study by Koons et al 
(2001) has sought to extend the DBT outpatient model beyond the initial work of 
Linehan, and focused on a sample of women ‘veterans’. The authors note the 
perpetuation of difficulties noted by Linehan et al (1991) in that although BPD is more 
common in women, a female only sample is used. The small sample was recruited 
from a ‘primary care clinic’, and a treatment as usual condition containing a broad 
mix of community orientated therapeutic interventions. A broad range of clinicians 
operationalised the DBT condition, including psychiatrists, psychologists, social 
workers and a clinical nurse specialist. This element may therefore logically increase 
the generalisabiity of such a study to the multi-disciplinary teams of general adult 
mental health services. The DBT group were found to have changed significantly 
more in suicidal ideation, depression, hopelessness and direct expression of anger, 
the authors noting inconsistencies with the results of Linehan et al, who had not 
found similar reductions in psychological domains. Significantly, the authors suggest 
that this variable effect of DBT was related to the severity of client difficulties.
Higget and Fonagy (1992) in reviewing psychodynamic models of BPD, highlight the 
close similarity between proposed models. The ‘borderline personality’ outlined by 
Kernberg, Selzer, Koenigsberg, Carr and Appelbaum (1989) is highlighted as 
influential, leading to the development of ‘transference focused psychotherapy’. 
Kernberg et al (1989) outline a client group said to lack appropriate integration of the 
self, and self in relation to others. The borderline personality is said to implement 
‘primitive’ unconscious defence mechanisms, specifically ‘splitting’, ‘idealisation’ and 
‘projective identification’. Kernberg emphasises the therapeutic focus of bringing into
11
ADULT MENTAL HEALTH ESSAY
awareness the ‘dissociated parts’ of self, primarily through interpretation of the 
transference process.
While a number of studies have focused on the application of 
psychoanalytic/psychodynamic psychotherapy models of treatment in this client 
group, there has been a focus on specialist applications of these models, for example 
the partial hospitalisation model outlined by Bateman and Fonagy (1999). 
Nonetheless, research studies have attempted to focus on treatment environments 
suitable local access by CMHTs.
Stevenson and Meares (1992) focus on the application of a psychodynamic model 
with a specific ‘maturational’ focus, and provides standardised outcome for 12 
months pre and post a 1 -year weekly intervention. It is of considerable interest, in 
relation to concerns expressed by Guthrie (2000) that the therapists involved in the 
study were trainees. Findings indicated a significant reduction in post treatment 
scores, with particular impact in the domains of impulsivity, affective difficulties, anger 
and parasuicide. At one year follow-up, 30% of the 30 subject sample no longer 
fulfilled the criteria for BPD. A later study (Meares, Stevenson and Comerford 1999) 
compared this original sample to a retrospective ‘treatment as usual’ control cohort 
drawn from a wait list, and found that this group, compared with the treatment group, 
showed no significant changes across time. Additional cost analysis (Stevenson and 
Meares 1999) of study data led to the conclusion that provision of targeted therapy is 
considerably more cost effective than providing ongoing ‘crisis intervention’ without a 
therapeutic context. The possibility that only an explicit therapeutic framework is 
effective may have considerable implications for limited secondary services.
12
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Cookson, Espie and Yates (2001) outline a cohort of 19 clients with BPD/severe 
personality disorder provided with 12.months of psychodynamic intervention, with 
follow-up data available at 20 months post treatment. Significant positive changes in 
impulsivity, personal disturbance and self reported distress were found for the four 
time points at which data was available, although it was emphasised that the key 
change period was between the intervention and the three month follow-up. The 
strength of this study, emphasised by the authors, is the use of empirical measures, 
although it is apparent that all were of a self-report nature. In contrast to the work of 
Stevenson and Meres, the therapists involved in this study were reported to be 
‘experienced’, perhaps therefore limiting general accessibility to such skilled therapy 
in practical terms.
In addition to therapeutic models highlighted by aforementioned APA guidelines, a 
number of empirical studies have addressed the application of broadly time-limited 
and structured interventions to this client group.
Cognitive Analytic Therapy (CAT-Ryle 1997) posits that behaviour is associated with 
a number of ‘procedures’, consisting of mental processes, behaviour, the outcome of 
this behaviour, and feedback which may alter the initial procedure. Relationships 
with others are based on ‘reciprocal role procedures’ which are generated from early 
experience. In developing the ‘multiple self states’ mode, Ryle suggests that those 
with BPD undergo unpredictable shifts in the roles that they adopt, prompted by 
‘severe early adversity’. The resultant behaviour is associated with the level of 
dissociation which the client experiences between these self states. Therapeutic 
approaches emphasise the characterisation of self states through ‘sequential 
diagrams’, with the aim of improving skills of self reflection.
13
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Kerr (1999) outlines a single case study which represents one of the few direct 
considerations of the ‘community mental health team’ as a specific treatment 
modality. The study, based on CAT, relies on descriptive outcome measures, and 
the therapeutic input took place over the course of approximately 29 sessions. The 
intervention impacted on a subjective perception of responsiveness in the client, 
although therapy was terminated prior to completion, hypothesised to be linked to 
severity of client difficulties. The area of change most emphasised by the paper is 
that of staff attitudes, highlighting that the attitudes of CMHT staff had changed 
positively following sharing of information gathered during intervention.
Two subsequent studies have attempted to apply the CAT model, but have sought to 
provide more standardised methodological criteria in the outcome stage. Ryle and 
Golynkina (2000) carried out an uncontrolled study with a BPD sample, making an 
attempt to develop a time-limited approach to therapeutic input, noting that outcome 
studies for BPD intervention tended to originate from America, and be orientated 
towards in-patient services. Standardised measures of outcome included a 
specifically developed rating scale, based on the DSM-IV in order to rate intensity of 
symptoms. After 28 sessions, 52% of clients no longer met the criteria for borderline 
disorder, maintained at an 18 month follow-up. Wildgoose, Clarke and Waller (2001) 
implemented 16 weekly sessions of CAT with limited follow up sessions. At the 9 
month follow-up 4 of the 5 clients no longer fulfilled the cut-off criteria for borderline 
issues.
Empirical studies of CAT are limited, with controlled comparison studies presently 
unavailable. There is a clear rationale of focusing on the limitations of the wider 
literature by maintaining an awareness of the cultural limitations of the NHS.
14
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Nonetheless, methodological limitations and small sample sizes imply a difficulty in 
placing CAT in an appropriate clinical context at this time.
A small number of research studies have adopted an approach based on more 
traditional cognitive behavioural principles. The theoretical formulation proposed by 
Beck and Freeman (1990) is perhaps most central to the present discussion. The 
borderline person is said to hold core beliefs focusing on the dangerousness of the 
world, the individual’s vulnerability, and the notion of being ‘unacceptable’. Such 
beliefs, lead the client to view the world in a ‘dichotomous’ fashion, leading the 
individual with BPD to make starkly contrasting evaluations of the world, the target for 
cognitive restructuring.
Vallis, Howes and Stanage (2000) have suggested that cognitive therapy may be 
unsuitable for a population with personality ‘dysfunction’. The authors concluded that 
such difficulties may nonetheless be linked to most ‘short term psychotherapy’, highly 
significant for limited resource CMHT settings. Nonetheless, a number of studies 
have attempted to address the application of the cognitive model to the BPD client 
group.
An early study by Salkovskis, Atha and Storer (1990) outlines a 5 session home 
focused cognitive intervention for suicidal behaviour, to be delivered by community 
nurses. At 6 month follow up found a significant difference in suicide rates in 
comparison to a control groups lending credence to the notion that short term 
interventions can be effective for behaviours of a crisis nature.
Davidson and Tyrer (1996) have explicitly sought to evaluate a model integrating 
elements of ‘cognitive therapy’ during ten sessions of intervention. However,
15
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outcome data is provided for only 3 BPD clients. And measures relied on client’s 
attitudes towards key identified areas of difficulties. All clients with BPD exhibited 
clinical but not statistically significant change. Difficulties in developing further 
comparisons are found in the specific nature of the outcome measures (e.g. each 
attitude measure was specific to each client), with no control/comparison group used. 
The absence of a significant follow-up is an additional a limiting factor. However, this 
study appears to suggest some clinically effective benefits for the Type B’ type 
approach favourable to CMHT resources.
Two further recent studies provide additional positive data regarding CBT treatment 
of BPD in limited resource settings. Evans et al (1999) have piloted ‘manual-assisted 
cognitive behaviour therapy’ (MACT). In the course of a randomised control trial, 
piloted in an NHS community setting, the intervention indicated a trend in reduction of 
suicidal acts, but indicated a significantly greater reduction in reported depression, 
using a mean number of only 2.7 clinical sessions.
Blum, Pfhol, St.John, Monahan and Black (2002) have developed a 20 session group 
intervention for those with BPD, prompted by observation of the ‘extended 
commitment’ required by DBT. While these authors developed an assessment tool 
for the project, and acknowledge limited validity, the cohort was found to exhibit 
significantly less ‘negative’ behaviour, which included self harm and substance 
misuse. Although a limited pilot, the possibility of less resource intensive 
interventions for the key area of self-harm appears to be realistic, although the use of 
group based interventions carries with it the implication of a sufficient number of 
participants per group.
implications for service configuration
16
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Both the APA guidelines (2001), and Treatment Choice in Psychological Therapies’ 
(DOH 2001) conclude that it is likely that only long term therapeutic treatment is likely 
to be effective for BPD. The latter also concludes that this client group is unlikely to 
be successfully treated by the ‘novice therapist’, or through brief interventions. It is 
likely, however, that these influences may be common in non-specialist general 
mental health services that focus on less complex cases.
Whilst taking into account the international nature of the research available, there is a 
lack of structured and published research in relation to the resources appropriate to 
typical community settings, a sentiment echoed in the APA guidelines (2001). 
Conclusions relating to service development are therefore complex.
It is intuitive to regard pharmacological intervention for borderline personality disorder 
as a key facet of community provision for BPD. Although somewhat reductionism, 
CMHTs are resourced to provide and monitor use of medication through medical 
staff. As such, the use of selective serotonin reuptake inhibitors and neuroleptic 
medication are reported to have the broadest effects on BPD clients (Soloff 
1994/Mohan 2002). Nevertheless, there remains a practical need to consider a 
combination of both pharmacological and psychotherapeutic intervention, in order to 
treat both the biological and ‘learned’ facets of these difficulties (Soloff 1994).
With respect to the available evidence for psychological therapies, is apparent that 
Dialectical Behaviour Therapy (Linehan 1993) has indeed been brought to the 
‘forefront’ of treatments (Scheel 2000), enhanced somewhat by the open 
recommendation of the APA. Despite criticism of its evidence base DBT has 
persisted in using randomised control trials, and therein reflects some of the
17
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characteristics of an ‘empirically supported study’ (Chamberless and Hollon 1998). It 
may also be argued that DBT has no less been the focus of empirical work, than 
more ‘established’ therapeutic frameworks.
Although DBT is based on a foundation of randomised control trials, ‘the gold 
standard’ of effectiveness research (Klien 1999), at a practical level, there is a 
requirement for both group and individual level interventions, and extensive levels of 
supervision. As Scheel (2000) notes, extensive resources are required if DBT is to 
be operationalised according to research. Nonetheless, Swales, Heard and Williams
(2000) report the adaptation of DBT to an NHS setting, recommending the 
combination of individual and group interventions. However difficulties are cited in 
stabilising consistent treatment teams, which is recommended to consist of no less 
than three trained therapists, and in accessing training resources in the UK.
Empirical studies using DBT have found an early decrease in parasuicidal 
behaviours and inpatient admissions, maintained at a year follow-up (Linehan et al 
1991/1993). Work by Koons et al (2001) has suggested that DBT can be 
implemented by clinicians with a broad range of professional backgrounds. Such 
outcomes prove attractive when considering the demands faced by multi-disciplinary 
community mental health services. However, in the absence of long term follow up 
studies for DBT or other long term interventions such as those outlined by Stevenson 
and Meares; it is difficult to make judgements in relation to the most suitable 
community intervention. Decisions instead rely on the basis of the pragmatic factors, 
chiefly time available, the size of staff teams, and the number of clients with 
difficulties relating to BPD.
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It seems possible that frameworks such as the DBT and 
psychodynamic/psychoanalytic models should be characterised as Type C  therapy. 
Such therapeutic approaches would be unlikely to be carried out within the context of 
Community Mental Health Teams. While the development of local access to such 
resources should be increased, additional consideration should be made of the 
interventions that should be provided as Type B’ therapy. Despite the caution 
advocated by Stevenson and Meres, generic resources could be commissioned in 
order to provide some elements of a framework similar to that of the ‘combinational 
approach’ advocated by Livesley (2000). Livesley has suggested that support for 
those with BPD may be achieved through generic counselling skills in association 
with prioritised specific interventions as required by the needs of individual clients, 
primarily relating to suicidal behaviour. Such a proposal is said to be recommended 
in the context of regarding treatment as a route to expressing ‘basic traits more 
adaptively rather than attempt to change the trait structure of personality’ (p225). An 
implicit focus of multi-disciplinary team management rather than treatment stems 
from such proposals.
Bateman and Fonagy (2000) suggest that although out-patient therapy may not ‘treat’ 
the BPD client, it may be able to provide support. It should be recognised above all, 
that treatment of co-morbid difficulties are not only mediate service access (Cheisa et 
al 2002), but also required support and treatment. Consistent with the approach of 
Livesley (2000) it seems feasible that time-limited approaches such as CAT and CBT 
may provide a more pragmatic approach to intervention at the level of general mental 
health services. Although not necessarily as intensive, an implicit focus of 
management rather than treatment stems from such proposals. In a similar fashion 
to Kerr (1999), Dunn and Parry (1997) have explored the use of CAT to develop a 
structured approach to sharing formulations amongst a team supporting a client with
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BPD. Such ideas also take into account the diversity of clients diagnosed with BPD, 
emphasised by Mohan (2002).
In common with other, longer term interventions for BPD, more explicitly time limited 
interventions have a small evidence base, although there is is a number of studies 
which provide positive clinical outcomes. The use of randomised control trials for 
such models is limited, and despite comments by Bateman and Fonegy (1999b), 
requires further exploration. Funding and staff training are therefore required to 
support feasible Type B' interventions, focusing on short term support for crisis 
difficulties such as suicidal behaviour, and therefore providing a broad framework of 
initial support which can be utilised by all members of a staff team. Because of the 
characteristic difficulties of those with BPD there is also the need to further develop 
access to Type C  services, increasing research insight into long-term outcomes and 
effectiveness for those clients requiring more significant intervention.
Conclusion
Studies addressing the efficacy of support for individuals with BPD in general adult 
mental health services, whilst somewhat small in number, have focused on a variety 
of models of therapy and for follow up periods ranging from treatment termination to 
20 months. Measures of treatment success have ranged from reduction in 
behavioural measures such as parasuicide, to the use of idiosyncratic cognitive 
measures (e.g. Davison and Tyrer 1996). However, it would appear that comments 
by Scheel (2000) noting that Tor the practicing clinician, today’s treatment decisions 
cannot await tomorrow’s research conclusions’(p81), still hold considerable 
resonance for professionals in general adult mental health services.
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Llewellyn, McConnell and Ferronato (2003) recently focused on parents with 
disabilities participating in statutory proceedings arising from issues of neglect or 
abuse. Parents with learning disabilities were more common in the court sample than 
would be expected through population estimates compared to parents with other 
disabilities. More than half of children of these parents were made wards of the 
court, suggesting ‘ ...pessimism about the capacity of parents with (learning disability^ 
to overcome their parenting difficuities’ {p249).
This example, although based on a single Australian forensic cohort, provides an 
illustration of still present expectations regarding parents with learning disability. The 
‘social role valorisation’ perspective (Wolfensberger, 2000) notes that ‘people’s 
welfare depends extensively on the social roles they occupy’ (p105). The potential 
power of occupying a ‘valued’ social role for undervalued persons is emphasised, 
and the role of ‘parent’ labelled a ‘major role domain’.
This essay will seek to discuss issues relating to assessment and intervention with 
people with learning disabilities occupying this ‘role’. In the first instance, the 
definitions of a number of key terms will be discussed in order to provide a consistent 
basis for discussion. Attempts to assess skills in this group of parents will be 
discussed, and related intervention packages will be considered. In drawing this 
information together, an attempt will be made to discuss implications for service 
development.
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A working definition of learning disability
The Diagnostic and Statistical Manual of the American Psychiatric Association 
Edition -  APA 1994) outlines a group of people for whom a defining feature is 
‘significantly sub-average general intellectual functioning that is accompanied by 
significant iimitations in adaptive functioning’ (p41). The term ‘general intellectual 
functioning’ is specified within the context of the concept of ‘intelligence quotient’, 
with the provision that this be specified through the process of standardised 
psychometric assessment. The British Psychological Society (BPS, 2000) have noted 
that despite international variation in the terms applied to this group there are 
consistent features, specifically significant impairment of intellectual and adaptive 
abilities which have emerged before the onset of adulthood.
The APA specify ‘mild mental retardation’ as falling between IQ scores of 50/55 to 
70, while the BPS have recommended the use of two subcategories of classification, 
‘significant impairment’ relating to an IQ between 55-69 and ‘severe’ (IQ below 55). 
In common with its ‘currency’ in the United Kingdom (BPS, 2000), the term ‘learning 
disability’ will subsequently be here used synonymously with ‘mental retardation’.
‘IQ’ and parenting bv those with learning disabilities
A number of early studies have attempted to address the proposed links between 
maternal IQ and negative child outcome. Borgman (1969) compared a group of 34 
mothers referred primarily as a result of suspected ‘physical or moral neglect’ of their 
children. In comparison to a group of ‘adequate mothers’, there was found to be an 
over-representation of mothers with an IQ below 60 in the ‘inadequate group’.
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In contrast, Gillberg and Geijer-Karlson (1983) examined the psycho-social outcome 
for children born to mothers with assessed Iqs in the 55-70 range. It was found that 
only a small number of the cohort, aged between 1 to 21 years of age, had not been 
registered for psychosocial difficulties. Nonetheless, an earlier study by Mickleson 
(1947) found that a relationship did exist between low parental income, rather than 
IQ, and parenting adequacy.
Research examining global outcomes for children of parents with learning disabilities 
therefore appears to be mixed, and factors concurrent with learning disabilities may 
also impact upon outcome, for example the impact of socio-economic difficulties 
(Schilling, Schinke, Blythe and Barth, 1982). Wider criticism has been made of the 
‘definitional inconsistencies’ (Dowdney and Skuse, 1993) contributing to contrasting 
outcomes, an issue that will now be considered.
Defining ‘parenting skills’ -  implications for assessment
The Children’s Act (Department of Health -  DOH 1989) emphasises the need for 
courts to take into account the ability of parents to provide for a child. Reder and 
Lucey (1995) note that the central messages of this legislation not only recommend 
that the well being of a child is the most important component of a legal process, but 
that a child’s best source of support is within his or her biological family. However, 
McGaw (1997) also notes that no practical guidance in assessing standards of child 
care is provided by the Act.
Sheerin (1998), in reviewing literature relating to the parenting by people with 
learning disabilities, observes that no source has ‘provided criteria which may be 
employed as an overriding definition.’{p^27). Earlier comments by Dowdney and
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Skuse (1993) note a number of approaches to the assessment of ‘parenting 
adequacy’, including the removal of children from parents. It is noted that only a 
limited number of studies have focused on specific assessment of individual 
parenting skills, and that the issue of what standard such skills should be compared 
against represents a considerable problem.
Cooper (1985) suggests that every child has an innate potential for growth, and that it 
is the task therefore of the ‘good enough parent’ to facilitate this growth. However, 
although Cooper (1985) emphasises a need to carry out structured observation and 
focus on key behaviours and interactions, there is still a lack of clarity in relation to 
‘successes’. Feldman (1998) also notes the dilemma of creating ‘super parents’, who 
attempt to surpass conventions of ‘acceptable parenting’. Such issues therefore 
prompt further the need for accurate assessment in order to provide appropriate 
models for parents at risk of difficulties.
Social and cultural values are clearly critical factors. Booth and Booth (1994) have 
commented on the tendency to provide parenting criterion based on middle class 
values, particularly because parents with learning disabilities tend to share lifestyles 
characteristic of parents with low economic and social status (McGaw and Sturmey, 
1993) While it is the case (Jones, 2001) that culture is a key impact on parenting, 
and a key influence to be taken into account in assessment and intervention, Ferrari 
(2002), in conducting a survey of ethnic groups including European-American, 
African-American and Hispanic parents, found no significant differences in what 
parents perceived as serious neglect.
Assessment of parenting skills of people with learning disabilities
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Tymchuk (1992) observes the historical tendency for authors to assess the 
inadequacy of parenting in those with learning disabilities, chiefly through the 
occurrence of an aggregate indicator of parenting such as neglect. Conversely, it is 
suggested that parental ‘adequacy’ is more frequently assessed through knowledge 
and skills, with the importance of such specific assessment in planning intervention 
emphasised.
The place of specific skills assessment within overall evaluation of parenting 
adequacy has recently been more clearly established. The publication Working 
together to safeguard children (DOH, 1999) sets forth assessment criteria in the 
‘Assessment Framework for Children in Need and their Families’ (DOH, 2001), 
providing a national outline of assessment. Significantly the guidance document 
‘Valuing People: a new strategy for valuing people for learning disability in the 2 f^  
century’ (Department of Health, 2001), suggests that additional work is required to 
aid staff in using this framework with parents with learning disabilities, in order to 
facilitate an appropriate response to an increasing population of parents.
The Framework is said to act as a ‘conceptual map’ for the assessment of children in 
need, therein defined as children whose circumstances and vulnerability indicate that 
they will not reach a developmentally appropriate level of functioning. The 
‘conceptual map’ employs a triad of domains, including the ‘child’s developmental 
needs’, ‘family and environmental factors’, and ‘parenting capacity’, including 
parenting skills.
In focusing more specifically on parents with learning disabilities, McGaw and 
Sturmey (1994) earlier emphasised the need to recognise parents with learning 
disabilities as a ‘heterogeneous group’. This is significant in considering that both
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overall parenting outcome and parenting skills should therefore be assessed in a 
flexible and individually tailored manner. It is within this context that the ‘Parental 
Skills Model’ is outlined (McGaw and Sturmey, 1994). This framework embeds child 
care and child development at its centre, said to be the ‘primary indicator of good 
enough parenting’. McGaw and Sturmey draw upon a broad range of literature and 
suggest that the domains of physical care, affection, security, responsibility, 
guidance, control and stimulation should be regarded to be key child care skills. A 
number of ‘secondary indicators’, including family history, support and resources of 
the family and the life skills of the parent are said to have an indirect impact on 
parenting through the primary skills. Cognitive abilities, historically at the forefront of 
assessment, are ‘secondary indicators’ of life skills in this framework. This model 
therefore provides an ability to integrate a wide range of information when assessing 
for primary parenting capacity and key tool through which to develop service 
provision (Woodhouse, Green and Davies, 2001).
A distinction can therefore be drawn between the assessment of adequacy in 
performing specific parenting skills and global assessment of a parent. It has been 
noted that there are a lack of ‘comprehensive measures for the whole range of child 
care skills which accurately predict overall parenting abilities.' (Hur 1997, p i48). 
Significantly, due to the utility of parenting assessment in predicting training outcome 
(Hur, 1997) many assessment approaches have become integrated within, and are 
reported through, intervention studies. However, a brief overview of key methods will 
now be provided.
Tymchuk (1991) outlines standardised assessment protocols for parents with 
learning disabilities, including the Home Danger Recognition Inventory and Home 
Safety Precautions Inventory, updated as a combined inventory by Tymchuk, Lang,
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Doyniuk, Berney-Ficklin and Spitz (1999). These measures, in addition to a 
standardised assessment of emergency responses (Tymchuk, 1990), utilise 
questioning and observation with reported acceptability of content validity and 
reliability. Tymchuk & Feldman (1991) notes the use of the Home Observation for 
Measurement of Environment (HOME) as a tool. In its pre-school form this contains 
55 items assessing cognitive, emotional and social support in the home (Bradley and 
Caldwell 1979). However, Tymchuk (1992) comments that the use of this tool does 
not provide the precise skills information required when formulating intervention.
Additional assessment practices have arisen from the need to identify relevant 
parenting skills knowledge. Tymchuk, Yokota and Rahbar (1990) utilised a vignette 
based tool in order to address the decision making abilities of a small sample of 
mothers with learning disabilities. 28 parents with learning disabilities were 
compared with a cohort of mothers who did not have learning disabilities in their 
performance in providing responses to partial and full vignettes of important 
parenting issues. The aim of the former was to prompt answers based on the 
participants’ own experience, compared with the latter, which attempted to prompt for 
the ‘best alternative’. It was found that there existed no significant group differences, 
with an acceptable 80% level of agreement between markers.
A significant caveat in relation to this approach is highlighted by Bakken, 
Miltenberger & Schauss (1993) who note a distinction between the assessment of 
‘parenting knowledge’ and ‘parenting skills’. Five participants with mild learning 
disabilities were the subject of structured observational assessment in the home 
environment, and participated both in knowledge training in a clinic setting, similar to 
those specified above and practical skills training in a home environment. Although 
increases for all subjects were found in knowledge following training, this did not
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translate to behaviour within the home environment. It is suggested that such 
findings necessitate a ‘criterion’ based assessment in all studies, and for training to 
be applied in the ‘criterion setting’.
In keeping with this suggestion, Tymchuk and Feldman (1991) recommend 
‘observational criterion referenced assessments’. While the use of observational 
assessment of task analysed ‘steps’ has been employed in training packages aimed 
at increasing affection and responsiveness in parents with learning disabilities (e.g. 
Feldman et al, 1986), it is the case that this has been applied extensively to the 
development of child care skills. This has occurred in the context of general home 
training packages (e.g. Feldman et al, 1992) and self-instructional training (e.g. 
Feldman and Case, 1999) with good levels of inter-observer reliability reported in all 
cases. Studies using these methods have frequently used a ‘cut off’ of 80% correct 
steps in order to indicate the end of the training phase, based on comparisons with 
the level correct for comparison parents. However, in considering the issue of 
normative data, an issue raised in the broader discussion of the ‘good enough 
parent’, Tymchuk and Feldman (1991) note the need to develop clear specification of 
the ‘average’ parent in order to drive such objective analysis.
Intervention in parenting skills
Budd and Greenspan (1985) report the outcome of a ‘parenting training 
questionnaire’ distributed to clinicians working with parents with learning disabilities. 
Factors contributing to the success of programs were ‘maternal involvement in 
intervention’, competence of parents in other life areas and ‘maternal competence in 
child activities’. Parent training subsequently proved to be longer, more elaborate 
and directive than comparable ‘mainstream’ interventions.
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A number of previous reviews also have addressed the issue of parent skills training 
for parents with learning disabilities. In light of the extensive nature of these reviews 
(see Feldman, 1994), the following discussion will not attempt to describe and 
comment on all available studies which purport to address the issues of parents with 
learning disabilities, but will instead seek to provide a brief overview. Specifically, 
Hur (1997) notes the need to consider ‘comparative studies’, and a need to focus on 
the assessment and specification of ‘basic child care skills’ (e.g. hygiene). This is 
given further significance by the historical use of ‘child neglect’ as a primary outcome 
indicator and its potential higher occurrence in parents with learning disabilities 
(Tymchuk, 1992), related to suggestion that neglect is ‘a function of lack of 
knowledge and skills related to proper child careYp 15 - Feldman, Case and Sparks, 
1992). An attempt will therefore be made both to focus in more detail on ‘controlled 
comparisons’, and those which have focused on ‘basic child care skills’.
Basic child care skills
Feldman et al (1992) investigated the effectiveness of weekly home training for 
general child care skills, featuring visual manuals, modelling and reinforcement, in a 
small group of 11 mothers with IQ scores between 68 and 79. The children of these 
parents were aged between 3 to 36 months. A comparison group of 20 mothers from 
low to middle social-economic groups was recruited. Training in various infant care 
skills, the subject of task analysis by the researchers were carried out until 
participants reached an observed level similar to the comparison group for three 
consecutive sessions. All parents increased their observed child-care skills, 
maintained during a mean follow-up of 31 weeks. Increased skill application was 
also associated in changes in child related outcomes e.g. cradle cap.
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An additional study of child care training by Feldman, Case and Sparks (1992), 
absent in the review carried out by Hur, sought to carry out a random controlled 
comparison of similar training interventions. 22 mothers with children between the 
ages of 1 to 23 months were assessed using observational practices. In light of 
Feldman (1994)’s concern relating to the observation by trainers of parents, it is 
notable that this study employed independent observers. Mean duration of training 
was 7.7 weeks (with an upper limit of 29 weeks). A low to middle ocio-economic 
comparison group was used as an additional comparison. Following training, the 
mean percentage correct was found to be significantly higher in the training group 
compared to the control group, maintained at a mean follow-up of 28 weeks. It is of 
interest that, when compared to the study by Feldman et al (1992), no additional 
prompts or reinforcement schedules were used in the follow-up period.
Tymchuk (1992) has criticised the use of ‘borderline’ or ‘clinical samples’ in the 
assessment of parenting adequacy, and notes the subsequent difficulty in 
generalising this information to all parents with learning disability. However, the 
study of interventions with parents is somewhat separate from the notion of whether 
adults with learning disability are able to parent, with ‘clinical samples’ an inevitable 
consequence of seeking to evaluate training packages. Significantly, Greene, 
Norman, Searle, Daniels and Lubeck (1995) note a paucity of research focusing on 
parents at serious risk of neglect leading to family dissolution. They report two 
mothers with Iqs of 71 and 75, referred by courts for issues relating to child neglect 
including issues of interaction and basic child care. In both cases assessment was 
gauged against legislative definitions of parenting quality for which no source was 
provided. Intervention, lasting in excess of 1.5 years, was effective for only one 
parent, with factors such as social isolation identified as a moderator for success.
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In a more recent study, Feldman, Garrick and Case (1997) have also focused on a 
key neglect outcome, specifically ‘non-organic failure to thrive’ in two infant children. 
10 scores are available for only one of the two mothers involved in the study (70), 
with assessment utilising observational based nutrition and ‘feeding’ observation 
checklists similar to those previously outlined. Training involved a home-based 
combination of modelling, pictorial guides, recording charts and 
feedback/reinforcement for 26/20 weeks. It was found that in both parents an 
increase in the speed of infant weight gain was observed, and more specifically the 
nutrition and feeding skills increased to appropriate levels and were maintained 
across the follow-up period (28 and 58 months).
Self-instructional methods
A number of studies have recently addressed self instructional training methods as a 
low intensity intervention. Feldman and Case (1997) and Feldman and Case (1999) 
employed multiple baseline designs to assess parenting training using 25 ‘step by 
step’ child care manuals of a pictorial nature in addition to the use of an audio-taped 
copy of the manual. Neither study provides specification of the level of ability of 
participants beyond the indication of mild mental retardation. In addition, it is 
noticeable that more than 50% of parents in either study were presently under court 
supervision following issues relating to child care.
Feldman and Case (1997) utilised task analysed observation schedules similar to 
those developed by Feldman et al (1992). Parents were compared against the 
normative criterion from this earlier study of 80% correct ‘steps’, with observation 
under ‘natural conditions’, although consistent with criticisms by Feldman (1994), 
observations were carried out by the parent trainer. The skills for which parents had
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been identified for support were randomly assigned to an audiovisual, visual only or 
no training group, with the authors noting difficulty in counterbalancing skill 
difficulties. Although both of the intervention groups were found to show greater 
mean training scores, no significant difference was evident between intervention 
types. Across a variable follow-up rate of 1-15 months, skills were maintained above 
the criterion level. Significantly, it was found that literacy did not predict outcome of 
training, and that the objective difficulty of each learned skill did not differ across 
training methods. A key strength of this study therefore lies in the comparison of 
techniques across and within each parent, significant given the ethical implications 
for using a control group without training at any stage.
A later replication by Feldman and Case (1999) aimed at establishing the use of 
these materials across referrals from different professional agencies; found that self- 
instructional training was effective in all cases, with four participants completing the 
required level of behaviour in the minimum number of sessions. In keeping with the 
results of Feldman and Case (1997) no relationship was found with literacy.
In a similar study, Feldman, Ducharme and Case (1999) focused on a group of 10 
mothers with IQ scores between 71-76, the range of scores particularly notable in 
light of comments by Tymchuk (1992) about the use of ‘borderline’ parents in 
intervention studies. Skills to be trained were selected through observation and use 
of the previously referred to ‘80%’ criteria, with intervention of self-instructional 
manuals only. Outcomes indicated success in 9 out of 10 parents, although it is 
notable that rating of reading ability was significantly related to percentage correct 
during the training phase. The potential impact of reading ability, particularly in light 
of the unclear range of cognitive functioning found in this small sample may therefore
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place limitations on the ability to generalise to the population of parents with learning 
disabilities as a whole.
Additional broader facets of child care skills training have focused on the 
development of home safety training (Tymchuk, Hamada, Andron & Anderson, 1990) 
and critical decision making skills (Tymchuk, Andron and Rahbar, 1988). The latter 
found generally positive development of skills in decision making in a group of 
mothers. However, it is significant that the former study indicated variable results 
across a 1 month follow-up period, and prompted the suggestion that some parents 
may be best supported through general parenting programs with significant home 
safety issues monitored by other persons.
Parent- child interaction
A number of studies have attempted to develop interaction skills in parents with 
learning disabilities. Feldman et al (1986) describe a group of eight mothers with 
learning disabilities, with IQ scores in the range of 59-77 and children aged between 
6 to 25 months. Significantly an age matched group of eight mothers without 
learning disabilities was also utilised in this study, although Tymchuk and Andron 
(1992) criticize the middle class status of the comparison group. Training took place 
in a clinic setting which included group instruction, modelling and individual feedback, 
with an attempt to prompt generalisation through multiple training settings. It was 
found that training increased interaction skills to a level comparable with the non­
disabled control group, which was generally held constant at variable periods of 
follow-up in home observations. It is however notable that a prompt for maintenance 
was a feature of the assessment phase. The children of this group of parents
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showed immediate increases in vocalisations, closely linking parenting skill 
development with a specific child outcome measure.
Tymchuk and Andron (1992) report nine mothers, with IQ scores between 58 to 74, 
all of whom were seen to have needs relating to their child interaction by professional 
services. Significantly, the control group was recruited from a similar social 
economic background to those parents with learning disabilities. Assessment was 
made through coding behaviour both in the mothers’ homes and in the clinic 
environment. Key results included mothers with learning disabilities exhibiting lower 
levels of praise. Training involved the use of modelling and feedback to parents. 
Significantly, results indicated that while changes were observed in parents, they did 
not reach a similar level to the target comparison group with inconsistent levels of 
maintenance. It is notable that four parents in the study, who did not maintain positive 
outcomes were also found to be those with the most additional pressures, such as 
clinical depression.
The impact of training on parent child interaction has also been examined by 
Feldman, Sparks and Case (1993), specifically using child language development as 
an outcome. Parents were randomly assigned to either interaction training or an 
‘attention control’ group receiving only emergency skills training. Mothers from a 
sharply contrasting range of low to high socio-economic backgrounds without 
learning disabilities were used as a comparison group. The intervention package 
involved instruction, modelling and a token based reinforcement system. Outcome 
measures included home observation, although in common with previous studies, 
observation was carried out by the trainers themselves, and acceptable levels of 
interaction were defined from an earlier study. Post training, significant differences 
were found between the training and ‘attention control’ groups, and scores exceeded
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that of the control group on a number of measures. Follow-up was limited to one 
month, although maintenance was found on all measures with the exception of 
physical affection and ‘talking to the child’.
Key issues arising from intervention research
Feldman (1994) notes a generally positive trend in the outcome of the ‘first 
generation research'. In considering the range of additional studies which have now 
focused on the development of training skills in parents with learning disabilities there 
appears to be support for an earlier recognition that parents are able to benefit from 
‘parent orientated treatment’ (Budd and Greenspan, 1985). However, it is also 
necessary to qualify the extents and limits of this support, not least the persistence of 
relatively small sample sizes and limited work with fathers (Feldman 1994). 
However, In extending the comments raised by Greene et al (1995) relating to a lack 
of focus on families at risk of chronic child neglect issues, it is also apparent that 
families used in the study of parenting packages have experienced a broad range of 
child related difficulties.
Hur’s (1997) suggestion of a need for further study in the development of basic child­
care skills is the subject of some progress, chiefly in the area of self-instructional 
training. Recent studies by Feldman et al (1997/1999) have noted the general 
effectiveness of self-instructional based packages, suggested to have positive 
implications for lower intensity interventions. Although training in these studies was 
validated through observation in the home setting, it is still evaluated against 
‘parenting criterion’ from previous studies.
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A specific issue raised in respect of whether parents with learning disabilities can be 
assessed and trained in parenting skills is the extent to which studies successfully 
‘access’ this population. Studies have supported parents in an IQ range of 59 
(Peterson et al, 1983) to 79 (Feldman, Case, Rincover Towns and Betel, 1989). 
Feldman (1994) intuitively suggests that the issue of IQ may represent a ‘moot issue’ 
in that there is poor prediction of parenting competency for those with Iqs above 60. 
However it is also the case that cognitive functioning may serve as an additional 
predictor of the abilitv of a parent to participate and benefit from training. If it is 
indeed the case that those parents in the range of Iqs below 60 should experience 
the most difficulties (Borgman 1969), then the ability to say whether parent training 
can be effective in those in the ‘at risk’ group is limited by the broadness of the 
samples used in studies.
The question of whether parenting skills can be taught to those with learning 
disabilities raises additional issues relating to the adaptability of the skills being 
taught. Booth and Booth (1993) highlight a need to develop insights in to the ability 
of parents to adjust to changes in children. Available studies have presently 
examined skills in parents with children from 6 months (Feldman et al, 1986) to 7 
years 10 months (Tymchuk & Andron, 1988). However, it is also the case that follow- 
up periods examining the maintenance of child training tend to take place for limited 
periods of time. It is therefore possible that the ability of parents to adapt skills to the 
developmental pace of their children has not yet been fully established in the 
absence of a specific longitudinal study. This issue is perhaps made further salient in 
the light of cross-sectional work by Feldman and Walton-Allen (1997) examining 
children of parents with learning disabilities in the 6-12 year age range. Standardised 
tests of IQ were found to be lower in target children compared with a control group 
from the same neighbourhood and same social economic status. Social isolation was
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a significant influence in relation to behaviour problems. There currently remains a 
need for research, to address the ability of parents with learning disabilities to be 
trained in skills adaptable to the specific needs of growing children. It is perhaps 
significant that only one study (Tymchuk, Andron and Tymchuk, 1990) has explicitly 
provided successful training for mothers with learning disabilities in behavioural 
principles, apparently restricted to parents with younger children.
These issues may be extended further with respect to the practical applications of 
assessment and training in parenting skills, along with the individual nature of many 
interventions and the length of time undertaken. Cotson, Friend, Hollins and James 
(2001) note that a critical role of parenting assessment, is to establish the extent 
parents are able to ‘accept and tolerate’ support. Influences include the length of time 
required to commit to training, and the nature of materials presented. It is notable, 
for example, that follow-up observations of parents have contained ‘maintenance 
probes’ (Feldman et al, 1992). In this respect, elements of the training are 
perpetuated in follow-up for both the parent and professional.
Optimal service delivery stemming from this research has therefore yet to be fully 
established. This may be compounded by the difficulty parents with learning 
disabilities find in accessing specialist services, as indicated in a recent national 
review (Social Services Inspectorate, 2000) with the potential for ‘mainstream’ 
services to provide only low intensity group interventions (Llewellyn, Bye & 
McConnell, 1997)
The recent attempt to validate self instructional packages has been presented as an 
option to provide low-intensity interventions (Feldman and Case, 1999), which may 
therefore increase the utility of the intervention. However it is also apparent that
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validation of these materials was carried out with groups of parents with unclear 
levels of functioning. The full utility of these techniques with the heterogeneous 
population of parents with learning disabilities may require considerable additional 
research.
Summary
While it is recognised that parental competence is not solely derived from skill (Booth 
and Booth, 1994), research suggests that parents with learning disabilities can be 
supported to develop a range of skills in their facilitative role as ‘good enough’ 
parents. Positive results in acquisition and maintenance have been evident, although 
variables in addition to cognitive functioning have also been recognised for their 
impact on outcome, such as mental health difficulties. Significantly the advent of the 
Framework for Assessment of Children in Need presents a legislative and holistic 
framework in which to view the multiple influences on the development of parenting 
skills.
In reflecting Feldman (1994)’s review of ‘first generation research’, it is presently 
unclear as to the strength or progress of ‘second generation research’. Only a small 
number of further empirical studies have been subsequently published, with markedly 
limited authorship. As Feldman (2002) suggests, there is a need to systematically 
focus on factors influencing competency in parents with learning disability, and on 
long term outcomes.
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Nonetheless, contrary to the ‘pessimism’ outlined in the work of Llewellyn, McConnell 
& Ferronato (2003), evidence suggests that this group of parents can develop skills, 
lending support to the view by Tymchuk (1992) that ‘current levels of knowledge and 
skill cannot be taken as indicative of the capabilities to acquire new skills’ 74).
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Recent statistics (Department of Health- DOH 2002) indicate that 23 children per 
10,000 under the age of 18 are on UK child protection registers, with physical and 
sexual abuse accounting for 19% and 10% respectively. The intergenerational 
hypothesis’, that an abused child ‘may actually inflict the suffering they themselves 
endured’ (Buchanan, 1998 p 535) has historically been an ‘intuitive’ explanation for 
child abuse (Egeland 1993).
The present discussion will attempt to summarize the potential sequalae of abuse, 
before closer consideration of evidence examining the association between 
childhood abuse and subsequent behaviour. Issues raised by this research will be 
used as a context for further discussion of assessment and treatment with children 
who have been the victim of abuse.
Contextual issues
Gough (1996) reviews the widespread lay perception of what constitutes child 
maltreatment, suggesting that such generality may have reduced the attention given 
to the specific meaning of the term. Giovannoni (1989), in discussing the historical 
development of child abuse outlines the popularity of the ‘medical definition’ of ‘non 
accidental trauma’. However it is noted that the treatment which stems from a 
diagnosis is not simply medical intervention, but is irrevocably linked to social and 
legal consequences.
Relevant to the present discussion, Corby (2000) suggests that researchers have 
tended to seek more precise definitions of abuse, and it is therefore valuable to seek 
a balanced definition of abuse to facilitate the present discussion. Buchanan (1996) 
observes that there are globally similar tasks for parents supporting children, and
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suggests that culture, which encompasses specific child rearing values as well as 
broader influences such as religion, may provide both permissive circumstances in 
which to raise a child, or subjectively ‘condone pain or suffering’. Culture provides an 
important context to definitions of child abuse, and an awareness of the possibility of 
ethnocentric decision making is therefore critical. As Korbin (2002) observes, there 
is frequently greater internal difference within culture than there is between cultural 
groups. At a broader level, Corby (2000) emphasises that even ‘childhood’ itself is 
socially constructed.
Earlier, Finklehor and Korbin (1988) have advocated an international definition of 
child maltreatment, distinct from other economic/social concerns. It is suggested that 
maltreatment is ‘the portion of harm to children that results from human action that is 
proscribed, proximate and preventable’ (p4). The authors suggest that a critical 
concern is that while harm is significant, it is the cause of that harm which completes 
the child abuse concept. Nonetheless, ‘culturally competent’ child protection’ is 
required to ensure that minority groups are not further discriminated against (Korbin
2002).
Buchanan (1998) suggests that a majority of research has focused on the 
transmission of physical abuse, with additional research emerging to focus on sexual 
abuse. It is the intention of the present discussion that a focus will be made on these 
two areas of ‘commission’ (Gill 1981). The recent document ‘Working Together to 
Safeguard Children’ (DOH 1999) is intended to facilitate multi-agency co-working, 
although it should be recognised that these definitions are linked to United Kingdom 
statute. These guidelines suggest that child physical abuse (CPA) ‘may involve 
hitting, shaking, throwing, poisoning, burning or scalding, drowning, suffocating, or 
otherwise causing physical harm to a child’ (p5). The document defines child sexual
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abuse (CSA) as forcibly engaging a child to take part In sexual activities. These 
definitions, linked to UK legislation, will be used as general positions from which to 
view the research evidence.
Consequences of child abuse
An observation has been made by Mullen, Martin, Anderson Romans and Herbison 
(1996) highlights ‘striking similarity’ between the outcomes for different forms of 
abuse. Nonetheless, attempts have been made to quantify the specific effects 
associated with different forms of child abuse. Malinosky-Rummell and Hansen 
(1993) review the long term consequences of childhood physical abuse; noting that a 
majority of studies reviewed has focused on the consequences of childhood abuse in 
adulthood. These authors note that a range of difficulties are associated with CPA, 
including diverse emotional difficulties, such as anxiety, depression, dissociation and 
somatization. More specifically, Malinosky-Rummell and Hansen note potential 
associations of abuse and subsequent aggressive behaviour, and observe that 
individuals who had been physically abused, more frequently males, demonstrated 
higher levels of violent behaviour.
In a similar review, Kendall-Tacket, Williams and Finklehor (1993) found that 
preschool children experience a range of symptoms, including anxiety, nightmares, 
internalising and externalising difficulties, with older children presenting with 
difficulties such as depression, suicidal or self injurious behaviour, aggression and 
regressive behaviour. However, the authors observed that in comparisons of 
sexually abused children and nonabused children, two key symptoms differentiated 
the groups, ‘Post Traumatic Stress Disorder’ and ‘sexualised behaviour’. 
Considerable importance is placed on the observation that there is no ‘conspicuous
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syndrome in children who have been sexually abused’ (p173). This review, amongst 
others (e.g. Putnam 2003) also highlights the potential for a percentage of sexually 
abused children to be ‘asymptomatic’.
Repetition of abuse as a consequence
Consistent with both these reviews is the focus on the repetition of similar acts of 
abuse by abuse victims. Widom (1989) extensively reviews research addressing the 
potential for ‘violence to begat violence’, notes a contrast between studies 
addressing the emergence of aggressive behaviour and research addressing the 
replication of physical abuse. In addressing the latter, Widom concludes that habitual 
acceptance of the intergenerational hypothesis is not appropriate and criticises the 
use of ‘retrospective’ reports of child abuse, and the use of variable criteria for the 
existence of abuse. Such criticisms may be equally valid for either types of abuse 
under consideration here.
Sexual Abuse
In a recent review, Putnam (2003) highlights research focusing on the transmission 
of physical abuse in relation to transmission of CSA. Nonetheless, some focus on 
the impact of childhood victimisation and subsequent sexual behaviour has emerged. 
It is possible, as Ryan, Miyoshi, Metzner, Krugman and Fryer (1996) suggest, that 
these investigations have been further restricted by taboo surrounding youth sexual 
offending. The latter, in a sample of 1,616 youths accessing specialist services 
found 97.4% offenders under 21 were male, with 39.1% of offenders having been the 
victim of sexual abuse, and 41.8% having been the victim of physical assault in 
childhood.
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Worling (1995) indicates a potential difference depending on the identity of the child. 
Overall, 46% of participants retrospectively report sexual victimisation. However, it 
was also found that the percentage of those who offended against male children and 
who self-reported childhood abuse was far in excess of the level of victimisation by 
those who abused female children, 75% vs. 25% respectively.
Salter et al (2003) outline a comprehensive ‘prospective catch up’ longitudinal study, 
which gathered case information from a high risk clinical group at the time of the 
index abuse episode. Legal and social services confirmation was obtained for 
subsequent cautions or convictions for sexual offending, with follow ups between 7 to 
19 years. 12% of the sample was found to have committed a sexual offence in the 
study period, of which 73% committed only one act. In considering the impact of the 
index episode of abuse, it was found that the severity or length of abuse did not 
impact upon the likelihood of offending behaviour. Significantly, protective factors 
were not found to alter the risk prediction. Multiple influences were found to impact 
on offending behaviour in addition to abuse, including a climate of family violence, a 
finding also reported by Skuse et al (1998). The latter outline retrospective data 
comparing abusing and non abusing male adolescents. Level of sexual abuse was 
not found to separate the two groups, with the witnessing family violence found to be 
the most significant indicator of risk.
In a retrospective study carried out in the context of a forensic psychotherapy 
service, Glasser et al (2001) report information on a retrospective case-note review 
of 843 offenders. In the male group, 35% of perpetrators self-reported a history of 
childhood sexual abuse, with 11% of non-offenders also having been the victim of 
abuse.
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Physical Abuse
The work by Steele and Pollack (1968) has provided the foundations for subsequent 
research studies addressing intergenerational continuity of abuse (Widom 1989). 
Through clinical interview of 60 physically abusive parents ‘accidentally’ accessed by 
the authors, Steele and Pollack found that ‘without exception’ parents had been 
abused in childhood. Kaufman and Zigler (1987) note that the definition used in this 
study of ‘intensive pervasive continuous demand’ ( p i l l )  is broad, and are cautious 
of its outcome due to the absence of a control group. Nonetheless, the scale of the 
result may have contributed significantly to the ‘intuitive appeal’ of the hypothesis.
Studies reported by Hunter and Kilstrom (1979) and Egeland (1988) represent the 
centre of the debate regarding the intergenerational hypothesis. As Kaufman and 
Zigler (1993) suggest, this may be related to the fact that these studies produce the 
lowest and highest estimates respectively. Hunter and Kilstrom report 282 high risk 
infants accessing an intensive care nursery, who were followed up at the age of 12 
months. Data regarding childhood abuse of parents was gathered during the initial 
phase. 49 families were identified as having a family history of abuse. 10 infants 
were subsequently reported as having been abused from the overall sample, 9 from 
those with a family abuse history. Widom (1989) notes that the strength of design 
stems from the prospective approach. It is noted that these results could suggest 
that the rate of transmission in families with an abuse history, from which nine 
families had abused children, was 90%. However, the inclusion of a group of families 
who had been abused, but who did not offend, changes the transmission rate to 
18%. Despite a number of suggested methodological weaknesses, including a 
limited follow-up of one year (Widom 1989) and a ‘non-representative sample’ of ill
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infants (Kaufman and Zigler 1987), this study contrasts greatly with the findings of 
Steele and Pollack.
The current ‘upper limit’ of transmission suffers from a lack of clarity, and is indicative 
of the problem of definition cited by Widom (1989). Egeland (1988) outlines a 
longitudinal follow-up of 267 mothers who were considered high risk due to social 
economic status, age and marital status. The follow-up period of the study of 12 
years can be seen as a considerable improvement on the limited follow-up by 
previous studies. Egeland notes that an earlier interpretation of outcome suggested 
that the number of mothers repeating abuse was approximately 70%. However, 
Egeland (1988) has later clarified that the figure represents a combination of three 
outcome categories, ‘current maltreatment’, ‘other problem’ and ‘borderline’. If ‘clear 
cut’ cases of abuse and other problems only are included, the intergenerational level 
of transmission falls to 40%. This is more consistent with Kaufman and Zigler
(1987)’s review conclusion that the general transmission rate is close to 30%.
It is significant that recent attention has focused on providing higher methodological 
sophistication. Ertem, Leventhal and Dobbs (2000) formulate the framework of 
hypothetical randomised control trial in order to examine previous research on the 
transmission of maltreatment between parents and offspring. These authors note 
that only one trial in the preceding phase of research was able to meet the stringent 
criteria for a controlled experiment using this framework. It is emphasised that the 
research body is significantly dated and unrepresentative of modern parenting 
attitudes. Nonetheless it is emphasised that previous research should not be 
ignored, but that methodological rigour is a critical issue.
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Pears and Gapaldi (2001) build on the work of earlier research, both with respect to 
Ertem et al’s (2000) criticisms and focus (mediating factors in maltreatment). A 
model is proposed which suggests a number of mediating influences on the abuse of 
offspring, including parental abuse history, psychopathology and social economic 
status. This study involved 109 economically high risk boys, was traced 
prospectively across 10 years, although with limited ethnic diversity limited and 
retaining retrospective reports of parental abuse history. However, this does fulfil the 
criterion laid out by Ertem et al of obtaining this data prior to abusive behaviour. 23% 
of parents who were abused as children went onto abuse their own children, 
although it should be noted that 10% of the sample with no history of childhood 
abuse also abused their children. Therefore, 77% of families with a history of abuse 
did not transmit this experience to the next generation. Additional analysis found that 
abuse in parental childhood was a significant predictive variable, as was the 
experience of multiple acts of severe physical abuse and injury. The authors 
acknowledge the limiting factors of sample size and the gender masking effects of a 
pooled‘parent’ construct.
Intergenerational transmission: a valid concern?
Both Egeland (1993) and Kaufman and Zigler (1993), despite apparent superficial 
disagreement, conclude that the intergenerational hypothesis has some validity, 
although a significant number of victims will not go on to abuse children. Subsequent 
research has provided a similar picture. Evidence has also been found for the 
transmission of sexual abuse between generations, with multiple factors in addition to 
childhood history of abuse influencing the influence of childhood abuse (Slater et al 
2003), However, reported rates of transmission do appear to show greater variation 
than in physical abuse samples. It should also be noted that studies have addressed
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both youth offenders and later adult offending, potentially with different etiological 
influences. As Burton (2003) observes, research studies have reported transmission 
rates between 0 to 80%. Nonetheless, a question of how these cycles become 
broken is an implicit extension of this research.
Disrupting the cvcle
Hunter and Kilstrom (1979) describe 40 families who had an abuse history, who did 
not continue the ‘abuse cycle’. Parents were more likely to provide more detailed 
information about childhood abuse experiences, and would tend to be angrier about 
the experience. The ‘continuity group’ appeared more ‘locked in’, whilst the 
discontinuity group tended to be more aware of the possibility of repeating the abuse 
in their own children. It is conceivable that such findings may be consistent with the 
suggestion by Egeland and Susman-Stillman (1996) that mothers who persist in the 
cycle of abuse will tend to experience difficulties in recalling their childhood, whilst 
those who broke the cycle will refer to their childhood in an ‘integrated way’.
In a later analysis of a group of mothers who broke the cycle of abuse, Egeland, 
Jacobvitz and Sroufe (1988) found that significant numbers of these mothers had 
experienced positive ‘childhood relationships’ with another adult, or had obtained 
unspecified psychotherapy. Consistent with the wider environmental model of Belsky 
(1993), Egeland et al (1988) also found that mothers who continued the cycle had 
experienced a significantly greater number of negative life events, and higher levels 
of family breakdown. Coohey and Braun (1997), in examining the qualities of a 
predictive framework for understanding child physical abuse also addressed the 
issue of emotional support, finding that greater emotional ‘resources’ decreased the 
likelihood of abuse being repeated. In an earlier review, Kaufman and Zigler (1989)
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have summarised a range of potential compensatory factors which might operate at 
an individual child level, including ‘awareness of past abuse’ ‘history of a positive 
relationship with one parent’ and good interpersonal skills.
Although in a similar fashion to CPA, sexual abuse is a multifaceted behaviour, the 
finding by Salter et al (2003) that protective factors analysed in their sample did not 
have a significant impact on the potential of sexual offending may have wider 
implications for treatment options. This may therefore imply a wider need to address 
the impact of potential risk factors when considering the assessment of abused 
children, an approach consistent with Skuse et al (1998)’s finding of the importance 
of environmental factors such as familial rejection.
Mechanisms of transmission -
Buchanan (1998) outlines a four cycle model of the transmission of abuse, which 
includes socio-political, cultural, psychological and biological components. In this 
framework, psychological models are ‘intrafamilial and personal’ (Buchanan 1998). It 
is these approaches which may be most appropriate for the individual clinician. 
While the full range of models which have been proposed to account for abuse 
transmission will not be discussed, Kaufman and Zigler (1989) have earlier identified 
two key areas of interest, social learning theory (SLT - Bandura 1986) and 
attachment theory (Bowlby 1980).
It is suggested that aggressive behaviour is developed through both personal 
experience and observation of others (Bandura, 1986). Directly addressing the 
potential of the social learning theory framework, Simons, Whitbeck, Conger and 
Chyi-in (1991) examine four potential processes by which ‘harsh parenting’ might be
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transmitted, using of a large scale self report sample. Parenting by grandparents 
was directly related to subsequent harsh parenting by mothers of their daughters and 
sons, and by fathers of their sons, and not significantly mediated by personality or 
‘parenting philosophy’. This outcome is concluded to be evidence of a direct role of 
modelling in abuse transmission.
More recently. Burton, Miller and Shill (2002) have investigated the applicability of the 
SLT to the transmission of sexual abuse. 272 identified sex offenders and 199 non­
offenders with a mean aged of 16.5 years were compared on a self-report 
questionnaire indicating early sexual abuse experiences. In considering the key 
intergenerational occurrence, 79.4% of youths who had sexually offended were found 
themselves to have been abused, compared to 46.7% of the non-offending group. 
Significantly, Burton et al emphasise the significant differences in abuse severity, 
duration and likelihood of physical abuse. These occurrences are suggested by the 
authors to be consistent with tenets of the SLT model, with the suggestion that an 
innate reward may become associated with offending, specifically sexual pleasure.
The central role of attachment
Attachment behaviour is that which results in the development of ‘affectional bonds’ 
with preferred individuals (Bowlby 1980). Such interactions contribute to the 
development of ‘representational models’ guiding interpersonal behaviour. Svanberg 
(1998) has later recognised poor attachment to represent a ‘faultine’ in later life. In 
relation to the intergenerational hypothesis, Pianta, Egeland and Erickson (1989) 
suggest that attachment theory can be used as a framework to account for a range of 
the characteristics found in abusing parents.
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Extending this hypothesis, Morton and Brown (1998) conclude that maltreatment 
represents ‘insensitive parenting’; similar that Buchanan (1996)’s suggestion that a 
style of parenting rather than aggression itself is transferred between generations. 
Morton and Brown review studies examining the attachment status of maltreated 
children, and found that approximately 76% of maltreated children presented with 
insecure attachment. It is proposed that maltreated children retain maladaptive 
‘representational models’ of parenting relationships. Main and Goldwyn (1984), 
suggest that in the case of abused children, ‘reworking’ of these models can disrupt 
the cycle of abuse.
The central importance of childhood attachment relationships in the continuity of 
maltreatment has been emphasised both in relation to sexual abuse (Bentovim 2002) 
and physical abuse (Morton and Browne 1998). Similarly, the importance of social 
support has been emphasised in physical abuse discontinuity (Litty, Kowalski & 
Minor, 1996). Zuravin, McMillen, Depanfiles and Risely-Curtiss (1996) have directly 
contrasted the role of attachment in continuity of abuse, compared with a hypothesis 
based on ‘dose’. In comparing a sample of 213 low-income mothers, form of 
maltreatment in generation 1 was found not to be linked to the type of maltreatment 
in generation 2. While poor quality attachment was found to be predictive of all types 
of maltreatment, the contribution of more severe abuse, said to represent a test of 
the potency of modelling, accounted for subsequent child maltreatment held only for 
sexual abuse.
Assessment Issues
Drach and Devoe (2000) suggest that the initial assessment decision to be made 
following disclosure of physical abuse is the capacity of the child to remain in their
69
CHILDREN AND FAMILIES ESSAY
home environment. It is likely that a similar professional decision would be 
undertaken in other types of abuse. Providers of mental health services to children 
may need to focus on developmental consequences of abuse while forensic 
consequences are ongoing (Swenson & Kolko, 2000).
In the course of clinical practice, there may be permeability between the boundaries 
of clinician and ‘forensic evaluator’ (American Academy of Child and Adolescent 
Psychiatry 1997), particularly if disclosure emerges in the context of ongoing clinical 
work. Weinstein, Levine, Kogan, Harkavay-Friedman and Miller (2001) outline the 
impact of disclosure made during ongoing clinical work with children and families. 
From a sample of 176 mental health workers, 27.3% of cases were found to have 
negative outcomes; with the key discriminating factor was quality of therapeutic 
relationship
A number of authors have explored the possibility of using ‘risk list’ approaches to the 
assessment of potential to abuse. Kaufman and Zigler (1989) suggest that use of 
screening tools may be limited by the low of occurrence of these behaviours, with the 
suggestion that the complex pattern of factors which impact upon the continuity of 
abuse may further limit the use of such devices. Kaufman and Zigler acknowledge 
further the considerable social and cultural implications of being classed as a 
‘potential abuser’.
Browne and Herbert (1997) have evaluated a risk factor approach with a large 
community sample of new births followed up at 5 years. 68% of the families who had 
perpetrated child maltreatment were identified correctly by this method. The authors 
subsequently note that almost one-third of the abusing group were mistakenly 
identified as ‘low risk’, with 6% of the non-abusing families identified as abusers.
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Morton and Browne (1998) suggest that there is subsequently a need to consider the 
additional ideographic factors which may lead to child abuse, such as attachment 
relationships, and to implement assessment of parent-child relationships in wider 
clinical practice.
While there are a number of standardised measures available to address the general 
symptoms of child maltreatment (Devoe and Kaufman Kantor 2002), studies 
addressing the transmission of abuse have utilised a specific measure, the Child 
Abuse Potential Inventory (CAP) as a screening tool. The CAP is a self report 
questionnaire, which contains a 77 item scale focusing on physical abuse (Milner 
1994), and has been found to be predictive of physical abuse in a high risk sample 
(Milner, Gold, Ayoub & Jacewitz, 1984). Milner (1994) reviews the range of studies 
addressing the inventory, and suggests that the inventory is able to identify 
individuals with characteristics also found in those perpetrating abuse. However, it is 
also the case that this inventory is not intended to be utilised with children. The issue 
of how best to assess the abuse potential in children is therefore closely linked with 
the risk models outlined above with their inherent inaccuracies and therefore present 
a potential ethical dilemma to practicing clinicians.
Intervention Strategies
In considering intervention strategies, Graziano and Mills (1992) state that ‘ we must 
not simply assume that the child’s psychological life will improve significantly when 
(if) maltreatment is abated’ (p224). Although Buchanan (1998) has outlined the key 
task of professionals as being to provide ‘a climate of positive parenting’ (p546), the 
following discussion will attempt to focus on child-centred intervention. While it is the 
case that ‘abuse specific’ active treatments have been advocated (e.g. Kolko 2000)
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as the treatment of choice for children affected by abuse, these are still relatively 
underdeveloped as treatment goals (Greenwalt, Sklare & Pedro, 1998).
Ratiner (2000) notes that the larger percentage of research studies has addressed 
child sexual abuse, a contrast to the ‘transmission literature’ which has tended to 
address repetition of physical abuse. Despite the relatively slow development of 
‘empirically sound’ treatment studies (Edgeworth & Carr, 2000), frameworks 
consistent both with the evidence of numerous mediating factors in abuse cycles, 
have emerged. Bentovim (2002) advocates multi-level interventions focusing on 
children who have been sexually abused, while Swenson and Kolko (2000) have 
outlined the need to adopt a similar approach for physically abused children. 
Commonalities exist between these approaches.
Consistent with the hypothesised potential of attachment and interpersonal 
relationships as a valuable focus of intervention, Bentovim (2002) proposes that 
therapists are in a position to provide a ‘re-parenting experience’ for sexually abused 
children. It is likely that there remains a potential for a non-abusing parent to family 
specific support in this context in cases of both sexual and physical abuse 
(Ramchandani & Paul 2003). Van Ijzendoorn, Juffer and Duyveteyn (1995) have 
reviewed attempts to break the intergenerational cycle of ‘insecure attachment’. It is 
clinically relevant to note that those studies involving parents and children were able 
to enhance a child’s attachment security, but with an unclear impact on parental 
representational models in the long term. Leifer and Smith (1990) outline the use of 
an attachment based model with a 16 year old mother, the victim of both sexual and 
physical abuse. Given the young age of the participant, the ‘nurturance’ provided by 
the therapeutic relationship was proposed to increase adaptive interactions and 
personal adjustment. More explicitly, Cunningham and Page (2001) report the
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successful use of attachment based psychotherapy in supporting a physically abused 
13 year old male to increase his emotional expression.
The recommendation by Swenson and Kolko of the necessity to address intervention 
for emotional consequences of abuse is also advocated by Bentovim. Kolko (2000) 
observes that cognitive behavioural therapy (CBT) approaches have achieved the 
best levels of efficacy for CSA and CPA. Ramchandani and Jones (2003) have 
recently reviewed intervention research, identifying CBT as ‘first line treatment’, 
discovering a lack of research utilising alternative models, a finding echoed by Burton 
(2003).
To illustrate, recent work by King et al (2000) examines the efficacy of CBT in 
resolving post traumatic stress and anxiety in sexually abused children between the 
ages of 5 to 17. Significant difference was found between the child treatment group 
and a wait list control on all PSTD measures at 12 week follow-up. It is however 
noted that no significant difference existed between child and ‘family based’ CBT 
treatment models, in addition to the relevant finding of higher satisfaction in clinicians 
providing family based intervention. King et al (1999) have earlier reviewed available 
‘multi-component’ CBT interventions for CSA, noting general positive reductions in 
emotional and behavioural problems. Outcome studies have followed up positive 
results up to 2 years. It is however noted that treatment content and target varies 
across studies.
Child-based CBT approaches have also been explored to a lesser extent, in 
physically abused children. Kolko (1996) describes an individual treatment approach 
and compares children with a mean age of 8.6, randomly assigned to individual 
parent and child CBT with those in family therapy and a community control group.
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Outcome was assessed through the use of self-report parent and child measures, in 
addition to official records at 3 month and 1 year follow-up. Amongst a number of 
outcomes, both CBT and FT showed significant reduction in internalising and 
externalising symptoms. Although the intention here has been to focus on child 
centred interventions, it is the case that the combined CBT component was also 
found to reduce abuse risk in the home environment.
Bentovim (2002) highlights the need for young people to formulate adaptive 
attributions for their experiences and as Kolko (2000) notes, the opportunity to talk 
through and analyse abuse experiences may be a common theme in treatment for 
both CPA and CSA. Other studies have examined the use of interventions to 
increase the self-concept of maltreated children (Culp, Little, Letts & Lawrence 1991). 
This study outlined the use of ‘therapeutic day programs’ in supporting preschool 
physically maltreated children. This approach incorporates play therapy in 
conjunction facilitated development of peer relationships. Compared to a control 
group, the treatment group improved significantly more in relation to teacher/child 
rated assessment of cognitive competence, relationships with peers and ‘maternal 
acceptance’.
With regards to interpersonal skills, Fantuzzo et al (1988) focus on using ‘resilient 
peer treatment’ to increase the interaction of physically abused and neglected pre­
school children. The use of a ‘resilient’ classmate to provide interaction experiences 
successfully increased observed social interaction in the target children, replicated 
successfully in a ‘real world’ school setting (Fantuzzo et al 1996). Fantuzzo et al 
(1988) the adult condition introduced a significant decrease in observer rated of 
children’s social behaviour. This outcome prompts reflection of the wider ability of an 
adult therapist to form supportive relationships with maltreated children.
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Conclusions
The British Psychological Society (2003) recommends that practitioners ‘understand 
how children can come to abuse other children'. Research indicates that there is 
potential for the cycle of abuse to be perpetuated, although a significant percentage 
of physically and sexually abused children do not engage in repetition. There 
appears to be broader consensus on the rate of transmission in those examining 
CPA whilst, there persists a wide variety of opinions in the field of CSA (e.g. Burton
2003) which requires clarification. Retrospective reporting of abuse experiences still 
appears to be a consistent research methodology, although more sophisticated 
approaches are being explored. Nonetheless, longitudinal studies following abused 
children into parenthood may represent the most beneficial area of development in 
the technology of prediction (Widom, 1989).
Scott Heller, Larrieu, D’Imperio and Boris (1996) suggest that ‘a child is resilient to 
maltreatment if he or she displays competent functioning in certain areas despite 
past or present maltreatment’ (p325). A broader theme has emerged in relation to 
the centrality of attachment relationships (e.g. Hunter & Kilstrom 1979), suggesting 
that strong relationships are a source of resilience for a child who has been the victim 
of both sexual and physical abuse. Main and Goldwyn propose that models which 
precipitate intergenerational abuse develop early in childhood and clarification of the 
need for qualitatively different types of child-centred intervention is required. 
Developing interventions aimed at reducing the impact of the intergenerational cycle 
has ethical and resource implications for children who initially appear 
"asymptomatic” , who may not be perceived as requiring abuse focused therapy.
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As Buchanan (1996) advocates, socio-political and cultural cycles are vital areas of 
intervention. However, greater pragmatism in addressing psychological cycles is 
required when supporting abused children under naturalistic conditions of existing 
practice’ fp 158 Kolko, 2000), for example as single psychologist in a community 
team. Investigations of child-focused interventions should continue, both in order to 
establish the efficacy of techniques themselves, and to employ sufficient follow up 
periods to ensure that the level of support provided disrupts variables associated with 
intergenerational transmission later in life. Accurate and culturally sensitive 
assessment and intervention approaches will further reduce the ‘intuitive appeal’ of 
the intergenerational hypothesis in both the wider ‘lay’ and professional domain.
76
CHILDREN AND FAMILIES ESSAY
References
American Academy of Child and Adolescent Psychiatry (1997). Practice Parameters 
for the Forensic Evaluation of Children and Adolescents who may have been 
Physically or Sexually Abused. Journal of the American Academy of Child and 
Adolescent Psychiatry, 36(1 OS), 37S-56S.
Bandura, A. (1986). Aggression: a social learning analysis. New Jersey: Prentice 
Hall.
Belsky, J. (1993). Etiology of child maltreatment: a developmental-ecological 
analysis. Psychological Bulletin, 114(3), 413-434.
Bentovim, A. (2002). Preventing sexually abused young people from becoming 
abusers, and treating the victimisation experiences of young people who offend 
sexually. Child Abuse and Neglect, 2Q, QQ1-678.
Browne, K. & Herbert, M. (1997). Preventing Family Violence. Chichester: John 
Wiley & Sons.
Buchanan, A (1996). Cycles of child maltreatment: Facts, Fallacies and 
Interventions. Chichester, UK: Wiley.
Buchanan, A.(1998). Intergenerational Child Maltreatment. In Banieli, Y (Ed). 
International Handbook of Multigenerational Legacies of Trauma. New York: Plenum 
Press.
77
CHILDREN AND FAMILIES ESSAY
Burton, D.L. (2003). Male adolescents: sexual victimisation and subsequent sexual 
abuse. Child and Adolescent Social Work Journal, 20(4), 277-293.
Burton, D.L., Miller, D.L., & Shill, C.T. (2002). A social learning theory comparison of 
the sexual victimisation of adolescent sexual offenders and nonsexual offending of 
male delinquents. Child Abuse and Neglect, 25, 893-907.
Coohey, C, & Braun, N (1997) toward an integrated framework for understanding 
child physical abuse. Child Abuse and Neglect, 21, 11, 1081-1094.
Corby, B. (2000). Child Abuse: Towards a Knowledge Base (2"^ Ed). Buckingham: 
Open University Press.
Culp, R.E., Little, V., Letts, D., & Lawrence, H. (1991). Maltreated children’s self 
concept: effects of a comprehensive treatment program. American Journal of 
Orthopsychiatry, 61 ( 1 ), 114-121.
Cunningham, P., & Page, T.F. (2001). A case study of a maltreated thirteen year old 
boy: using attachement theory to inform treatment in a residential program. Child 
and Adolescent Social Work Journal, 18(5), 335-352.
Department of Health (1999) Working together to safeguard children. Retrieved 18‘  ^
May 2003 from the World Wide Web. 
http://www.doh.gov.uk/pub/docs/doh/safeguard.pdf
78
CHILDREN AND FAMILIES ESSAY
Department of Health (2002). Referrals, Assessments and Children and Young 
People on Child Protection Registers Year Ending 31 March 2002. Retrieved 23"^  ^
November 2003 from the World Wide Web. http://www.doh.gov.uk/public/cpr2002.
Devoe, E.R., Kaufman-Kantor, G. (2002). Measurement issues in child maltreatment 
and family violence prevention programs. Trauma, Violence & Abuse, 3(1), 15-39.
Drach, K.M., & Devoe, L. (2000). Initial psychosocial treatment of the physically 
abused child: the issue of removal. In Reece, R.M. (Ed). Treatment of Child Abuse: 
Common Ground for Mental Health, Medical and Legal Practitioners. Baltimore: 
John Hopkins University Press.
Edgeworth, J. & Carr, A. (2000). Child abuse. In Carr, A. (Ed) What Works for 
Children and Adolescents? A Critical Review of Psychological Interventions with 
Children, Adolescents and their Families. Hove:Bunner-Routledge.
Egeland, B. (1988). Breaking the cycle of abuse: implications for prediction and 
intervention. In Browne, K., Davies, C. & Stratton, P (Eds) Early Prediction and 
Prevention of Child Abuse. Chichester: John Wiley & Sons.
Egeland, B. (1993). A history of abuse is a major risk factor for abusing in the next 
generation. In R. Gelles & D. R. Loseke {Eds.), Current controversies on family 
violence. Newbury Park, CA: Sage Publications.
Egeland, B., & Susman-Stillman, A. (1996). Dissociation as a mediator of child 
abuse across generations. Child Abuse and Neglect, 20 (11), 1123-1132.
79
CHILDREN AND FAMILIES ESSAY
Egeland, B., Jacobvitz, D. & Stroufe, L.A. (1988). Breaking the cycle of abuse. Child 
Development, 52, 44-52.
Ertem, 1.0., Leventhal, J.M., & Dobbs, S. (2000). Intergenerational continuity of child 
physical abuse: how good is the evidence? The Lancet, 356, 814-819.
Fantuzzo, J, Jurecic, L, Stovall, A., Hightower, A.D., Goins, C. and Schachtel, D.
(1988) Effects of adult and peer social initiations on the social behaviour of 
withdrawn, maltreated preschool children. Journal of Consulting and Clinical 
Psychology, 56{1), 34-39.
Fantuzzo, J., Sutton-Smith, B., Atkins, M., Meyers, R., Stevenson, H., Coolaham, K., 
Weiss, A., & Manz, P. (1996). Community-based resilient peer treatment of 
withdrawn maltreated preschool children. Journal of Consulting and Clinical 
Psychology, 64(6), 1377-1386.
Finklehor, D., & Korbin, J. (1988). Child abuse as an international issue. Child Abuse 
and Neglect, 12, 3-23.
Gil, D. (1981) The United States versus child abuse. In L.H. Pelton, (Ed). The social 
context of child abuse and neglect. New York: Human Sciences Press.
Giovannoni, J. (1989). Definitional issues in child maltreatment. In Cicchetti, D. & 
Carlson, V. (Eds). Child Maltreatment: Theory and research on the causes and 
consequences of child abuse and neglect. New York: Cambridge University Press.
80
CHILDREN AND FAMILIES ESSAY
Classer, M., Kelvin, I., Campbell, D., Classer, A., Leitch, I., and Farrelly, S. (2001). 
Cycle of child sexual abuse: links between being a victim and being a perpetrator. 
British Journal of Psychiatry, 179, 482-494.
Gough, D. (1996) Defining the problem. Child Abuse and Neglect, 20(11), 993-1002.
Graziano, A.M., & Mills, J.R. (1992). Treatment for abused children: when is a partial 
solution acceptable?. Child Abuse and Neglect, 16, 2M-228.
Greenwalt, B.C., Sklare, G. & Pedro, P. (1998). The therapeutic treatment provided 
in cases involving physical child abuse: a description of current practices. Child 
Abuse & Neglect, 22(1), 71-78.
Hunter, R.S. & Kilstrom, N. (1979). Breaking the cycle in abusive families. American 
Journal of Psychiatry, 136, 1320-1322.
Kaufman, J., & Zigler, E. (1987). Do abused children become abusive parents? 
American Journal of Orthopsychiatry, 57{2), 136-192.
Kaufman, J., & Zigler, E. (1989). The intergenerational transmission of child abuse. 
In Cicchetti, D. & Carlson, V. (Eds). Child Maltreatment: Theory and research on the 
causes and consequences of child abuse and neglect. New York : Cambridge 
University Press.
Kaufman, J., & Zigler, E. (1993). The intergenerational transmission of treatment is 
overstated. In R.J. Gelles & D.R. Loseke (Eds), Current controversies in family 
violence. Newbury Park, CA:Sage.
81
CHILDREN AND FAMILIES ESSAY
Kendall-Tackett, K.A., Williams, L.M., & Finkelhor, D. (1993). Impact of sexual abuse 
on children: a review and synthesis of recent empirical studies. Psychological 
eu//ef/A7, 113(1), 164-180.
King, N.J., Tonge, B.J., Mullen, P, Myerson, N., Heyne, D. & Olldendick, T.H. (1999). 
Cognitive-behavioural treatment of sexually abused children: a review of research. 
Behavioural and Cognitive Psychotherapy, 27,295-309.
King, N.J., Tonge, B.J., Mullen, P, Myerson, N., Heyne, D., Rollings, S., Martin, R. & 
Olldendick, T.H. (2000). Treating sexually abused children with posttraumatic stress 
symptoms: a randomised clinical trial. Journal of the American Academy of Child 
and Adolescent Psychiatry, 39(11), 1347-1355.
Kolko, D. (2000). Treatment research in child maltreatment: clinical and research 
directions. Journal of Aggression, Maltreatment & Trauma, 4(1), 139-164.
Kolko, D.J. (1996). Individual cognitive behavioural treatment and family therapy for 
physically abused children and their offending parents: a comparison of clinical 
outcomes. Child Maltreatment, 1(1), 322-342.
Korbin, J.E. (2002). Culture and child maltreatment: cultural competence and 
beyond. Child Abuse and Neglect, 26, 637-644.
Leifer, M. & Smith, S. (1990). Toward breaking the cycle of intergenerational abuse. 
American Journal of Psychotherapy, 44(1), 116-128.
82
CHILDREN AND FAMILIES ESSAY
Litty, C.G., Kowalski, R. and Minor, S. (1996). Moderating effects of physical abuse 
and perceived social support on the potential to abuse. Child Abuse and Neglect, 
20(4), 305-314.
Main, M, & Goldwyn, R. (1984) Predicting rejection of her infant from mother’s 
representation of her own experience: implications for the abused-abusing 
intergenerational cycle. Child Abuse and Neglect, 8, 203-217.
Malinosky-Rummell, R. & Hansen, D.J. (1993). Long-term consequences of 
childhood physical abuse. Psychological Bulletin, 114(1), 65-79.
Milner, J.S. (1994). Assessing physical child abuse risk: the child abuse potential 
inventory. Clinical Psychology Review, 14{6), 547-583.
Milner, J.S., Gold, R.G., Ayoub, C. & Jacewitz, M.M. (1984). Predictive validity of the 
child abuse potential inventory. Journal of Consulting and Clinical Psychology, 52(5), 
879-884.
Morton, N, and Browne, K.D. (1998) Theory and observation of attachment and its 
relation to child maltreatment. A review. Child Abuse and Neglect, 22 (11), 1093- 
1104.
Mullen, P.E., Martin, J.L., Anderson, J.C., Romans, S.E. & Herbison, G.P. (1996). 
The long-term impact of the physical, emotional, and sexual abuse of children: A 
community study. Child Abuse & Neglect, 20(1), 7-21
83
CHILDREN AND FAMILIES ESSAY
Pears, K.C. & Capaldi, D.M. (2001) Intergenerational transmission of abuse: a two 
generational prospective study of an at-risk sample. Child Abuse and Neglect, 25, 
1439-1461.
Planta, R., Egeland, B., & Farrell-Erickson, M. (1989). The antecedents of 
maltreatment: results of the mother-child interaction research project. In Cicchetti, D. 
& Carlson, V. (Eds). Child Maltreatment: Theory and research on the causes and 
consequences of child abuse and neglect. New York : Cambridge University Press.
Putnam , F.W. (2003). Ten-year research update review: child sexual abuse. 
Journal of the American Academy of Child and Adolescent Psychiatry, 42(3), 269- 
278.
Ramchandani, P., & Jones, D.P.H (2003). Treating psychological symptoms in 
sexually abused children: from research findings to service provision. British Journal 
of Psychiatry, 183, 484-490.
Ratiner, C. (2000). Child abuse treatment research: current concerns and 
challenges. In Reece, R.M. (Ed). Treatment of Child Abuse: Common Ground for 
Mental Health, Medical and Legal Practitioners. Baltimore: John Hopkins University 
Press.
Ryan, G., Miyoshi, T.J., Metzner, J.L., Krugman, R.D. & Fryer, G.E. (1996). Trends in 
a National Sample of Sexually Abusive Youths. Journal of the American Academy of 
Child and Adolescent Psychiatry, 35( 1 ), 17-25.
84
CHILDREN AND FAMILIES ESSAY
Salter, D., McMillian, D., Richards, M., Talbot, T., Hodges, J., Bentovim, A., Hastings, 
R., Stevenson, J. & Skuse, D. (2003). Development of sexually abusive behaviour in 
sexually victimised males: a longitudinal study. The Lancet, 361, 471-476.
Scott Heller, S., Larrieu, J.A., D’Imperio, R., Boris, N.W. (1999). Research on 
resilience to child maltreatment: empirical considerations. Child Abuse and Neglect, 
23(4), 321-338.
Simons, R.L., Whitbeck, L.B., Conger, R.D. & Chyi-in. (1991). Intergenerational 
transmission of harsh parenting. Developmental Psychology, 27(1), 159-171.
Skuse, D., Bentovim, A., Hodges, .J., Stevenson, J., Andreou, C., Lanyado, M., New, 
M., Williams, B., & McMillian, D. (1998). Risk factors for the development of sexually 
abusive behaviour in sexually victimised adolescent boys: cross sectional study. 
British MedlcalJournal, 317, 175-179.
Steele, B.C. & Pollock, C.B. (1968) A psychiatric study of parents who abuse infants 
and small children. In R.E. Heifer & C.H. Kempe (Eds), The battered child. Chicago: 
University of Chicago Press.
Svanberg, P.G.G. (1998). Attachment, resilience and prevention. Journal o f Mental 
Health (UK), 7{6), 543-578.
Swenson, C.C., & Kolko, D.J. (2000). Long-term management of the developmental 
consequences of child physical abuse. In Reece, R.M. (Ed). Treatment of Child 
Abuse: Common Ground for Mental Health, Medical and Legal Practitioners. 
Baltimore: John Hopkins University Press.
85
CHILDREN AND FAMILIES ESSAY
Van Ijzendoorn, M.H., Juffer, F., & Duyvesteyn, M.G.C. (1995). Breaking the 
intergenerational cycle of insecure attachment: a review of the effects of attachment- 
based interventions on maternal sensitivity and infant security. Journal of Child 
Psychology and Psychiatry and Allied Disciplines, 36{2), 225-243.
Weinstein, B., Levine, M., Kogan, N., Harkavy-Freidman, J.M., & Miller, J.M. (2001). 
Therapist reporting of suspected child abuse and maltreatment: factors associated 
with outcome. American Journal of Psychotherapy, 55(2), 219-233.
Widom, C.S. (1989). Does violence begat violence?: a critical examination of the 
literature. Psychological Bulletin, 106, 3-23.
Worling, J.R. (1995). Sexual abuse histories of adolescent male sex offenders: 
differences on the basis of the age and gender of their victims. Journal of Abnormal 
Psychology, 104 (4), 610-613.
Zu ravin. S., McMillen, C., Depanfilis, D. & Risley-Curtiss, C. (1996). The 
intergenerational cycle of child maltreatment: continuity versus discontinuity. Journal 
of Interpersonal Violence, 11{3), 315-334.
8 6
OLDER PEOPLE ESSAY
Older People Essay
Critically evaluate the contribution of CBT to helping 
with problems of anxiety and depression In older
people
August 2004 
Year 2
87
OLDER PEOPLE ESSAY
This essay intends to assess the potential effectiveness of Cognitive Behaviour 
Therapy or 'CBT (e.g. Beck, Emery, Shaw and Emery, 1979) and its variants in 
structuring interventions for older people. The key principles of the Beck model, said 
to be the most frequently used in the UK (Laidlaw, 2001), seek to find patterns of 
negative cognitions, specifically in relation to the self, the world and the future. 
These cognitions are related to underlying patterns of beliefs, and have considerable 
behavioural and emotional consequences. The goal of therapy is to uncover these 
cognitions, and provide the client with ways Of disrupting them, using collaborative, 
evidence-based and time limited techniques (Laidlaw, 2001).
Working clinically with a 62 year-old women, I recently considered whether it was 
helpful to refer this client to the trust psychotherapy service to address her wider 
interpersonal issues. I came to understand that the service would possibly not 
accept a referral in this age range, due to a concern that therapy of this type would 
not beneficial. This posed for me dilemmas about the perceived value of therapeutic 
interventions, including CBT, with older adults. This essay will examine the 
arguments put forward for the utilisation of CBT, with older adults for two specific 
areas, depression and anxiety and also consider the wider context of psychosocial 
interventions in this age group.
The older person
The cut-off of ’65 and over’ will be used in this discussion when the term ‘older 
people’ is used. Laidlaw, Thompson, Dick-Siskin and Gallagher-Thompson (2003) 
note that in ‘Western’ settings, the definition of the older person is commonly defined
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by chronological age, and specify that for legal and occupational purposes the age of 
65 tends to be the cut-off for individuals to be regarded as older people. The 
National Service Framework for Older People (Department of Health, 2001) outlines 
a 3-tier model of older adulthood, which includes those entering old age (e.g. those 
who reach the mandatory retirement age appropriate to their culture), a transitional 
phase (moving in their 70’s and 80’s from a healthy life to a era of greater difficulties) 
and finally ‘frail old people’ (whose physical health difficulties have led to increased 
care needs). Whilst some general consistency is found in how older adulthood is 
defined, it also appears to be very closely linked to cultural conventions relating to 
work and status. Laidlaw et al, in acknowledging this variation, have outlined the 
need to also address, social, psychological and other biological factors when 
considering the individuals process of ‘functional’ aging.
Lindesay, Briggs and Murphy (1989) have referred to the ‘demographic imperative’ 
for service planners who are seeking to develop equitable and cost effective services 
within the NHS, for an increasing 65 and over age population. The Epidemiologic 
Catchment Area Program provided an estimate of mental disorders across a one- 
month period in the United States in people aged from 18-85 years (Regier et al, 
1988). The average prevalence rate of any mental ‘disorder’ in the 65 years and 
over group was 12.3%, with a prevalence of 5.5% and 2.5% for Anxiety and Affective 
disorders respectively. Reigier et al report that the highest proportion of ‘mental 
disorders’ occurred in the younger age groups, with only cognitive impairment found 
to be more prevalent in the over 65 age group. In considering a UK based sample of 
890 over 65’s, Lindesay et al (1989), note prevalence rates of cognitive impairment, 
depression, generalised anxiety and phobias to be 4.6%, 13.5%, 3.7% and 10.0% 
respectively.
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Access to mental health services
Related to the above concerns, de Beurs et al (1999) report that while health care 
utilisation is generally elevated in anxious older persons, using mental health 
services is less likely. Beck and Stanley (1997) note cross-cultural trends in help- 
seeking behaviour for older persons, specifically seeking help, through primary care 
settings, a trend highlighted by Lasoski (1986), now almost two decades ago. 
Lasoski suggests that a number of broader attitudinal factors may be critical in 
understanding under-utilisation of services. Specifically that misunderstanding of 
professional roles, broad mistrust of authority figures, and a misunderstanding of the 
efficacy of treatment provided for mental health issues may impact older people’s 
access of specialist services. It may also be the case, as Morales (1999) highlights, 
that the experience of older persons with diverse cultural and ethnic identities may 
also be resistant to accessing mental health services as a result of both their values 
and culture and their experience within the majority ‘social institution’ (p i 51).
Lasoski goes on to refer to the ‘societal biases’ (p4) against the implementation of 
‘active treatment’ in older people. Beck and Stanley have later echoed Lasoski’s 
observation that the primary care based context appears to be contusive to the 
prescription of anti-anxiety medication, in that it occurs at a higher rate than would be 
found in younger populations. Amongst others, Sumner (1998) raises concerns 
about the possible cognitive disruption caused by a combination of aging and 
associated medication. Landreville, Landry, Baillargeon, Guerette and Matteau 
(2001) even more recently substantiate these observations. It is suggested that 
reliance on prescription of medication may be influenced by a number of factors 
including a perception that older people may actually prefer the use of medication 
(Lanreville et al, 2001), and possibility being from a white ethnic group (Blazer,
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Hybels, Simonsick & Hanlon, 2000). Gallo, Ryan and Ford (1999) note a general 
trend in their sample of 215 US general practitioners to use pharmacological 
intervention as ‘first line therapy’ with older persons, with a broader concern in 
relation to the effectiveness of psychosocial interventions. It was found that only 
11% of the sample consistently made a referral to a psychiatrist for management of 
depression.
It is helpful to pre-empt a discussion of the use of CBT with older persons by 
considering the outcome of Lindreville et al (2001 )’s study, which asked 200 
depressed older persons to rate the acceptability of various interventions. In contrast 
to wider conceptions about treatment acceptability in this population, both the 
cognitive interventions were felt to be more acceptable than medication by this 
sample. Cognitive therapy was more acceptable than both bibliotherapy and anti­
depressants for treatment of severe symptoms.
Psychotherapy with older people
Over two decades ago, there was said to exist 'an almost total neglect in the 
examination of the application of psychological therapy to the elderly...’{pMO -  
Church, 1983). An implicit conclusion by professionals that the literature relating to 
younger adults may be easily applied to older populations is said to be the root of this 
‘complacency’ and lack of research (Church, 1983). Nonetheless more recently. 
Woods and Roth (1996) repeat the same observation of a lack of outcome research.
Consistent with Church’s views of the need to address the impact of specific 
variables found in older persons, the theme of adaptation to psychotherapy for older 
adults has been a persistent theme (e.g. Laidlaw, 2001). In providing a model for
91
OLDER PEOPLE ESSAY
understanding the application of psychotherapy with older adults, Knight and 
McCallum (1998) have developed the ‘Contextual, Cohort-based, Maturity, Specific 
Challenge’ Model. These authors advocate that clinicians consider that a majority of 
the differences in therapy should not be attributed to developmental or ‘maturity’ 
issues, but instead to broader social and cultural cohort or ‘experience issues’. In 
doing so, these authors provide an intuitively culturally sensitive model, which also 
takes into account the broader personality and emotional development issues 
relevant to adults who have had a longer lifespan. The areas identified by the model 
provide a context against which the broader ‘helpfulness’ of CBT with older adults 
can be better addressed. Specifically, can CBT be both effective therapeutically as it 
is intended, whilst also adaptable to wider cohort effects in older persons?
Efficacy of Cognitive Behaviour Therapy
Gatz et al (1998) have noted that a number of the issues faced by older adults occur 
more rarely in younger populations, for example stroke (see Kneebone & Dunmore 
2002). However, in considering comments made by Woods (2003) regarding the 
need to avoid applying ‘minority’ outcomes of aging, such as dementia, to the 
majority, the following discussion of research will attempt to focus on the more 
general application of CBT and its helpfulness in helping older persons with 
depression and anxiety. The following review will attempt to concentrate on 
interventions with a clear ‘cognitive’ component, related to the myth that older 
persons cannot successfully process such information (Laidlaw et al, 2003) Such an 
approach is intended to be consistent with an earlier review of intervention studies for 
CBT of depression in the general population (Hollon, Shelton and Davis, 1993). The 
following will be a limited selection of illustrative studies.
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A related issue concerns the standards by which the research to be reviewed will be 
judged. Chambless and Hollon (1998) present an operational definition of 
‘empirically supported treatments’ (p i) derived from the work of a number of 
institutions. The use of randomised controlled trials are advocated, with participants 
randomly assigned to target treatment groups, compared to other alternative 
treatment or control conditions. Replication, by at least two independent research 
groups, is necessary for a treatment to be regarded as ‘efficacious’.
Nonetheless, Goldfried and Wolfe (1998) note that some ‘scientific’ research may 
reduce the clinical relevance of treatment research. They suggest randomisation 
may overlook the heterogeneous nature of diagnosis such as depression, and 
caution assumption that the ‘pure therapies’ implemented in clinical trials accurately 
represent the more ‘integrative’ nature of clinical practice. Davis and Collerton 
(1997)’s review of intervention research raises the need to consider qualitative 
elements of treatment. Therapists may need to adapt clinical practice to account for 
cultural and wider cohort effects masked by current quantitative research 
methodology.
Evidence base for the clinical effectiveness of CBT for depression
Scogin and McElreath (1994) report a general mean effect size of 0.78 for 
psychosocial interventions, with effectiveness for both clinical and sub clinical levels 
of depression. Although mention is made of the potential effectiveness of CBT, it is 
noted that there are relatively few comparisons available. Gatz et al (1998) notes
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that cognitive behaviour therapy could be ‘conservatively concluded’ to be ‘probably 
efficious’ in older people who are ‘cognitively intact, have minimal co-morbId 
psychopathology, and are not sulcldaf (p13).
A key early study in the use of CBT with depressed older adults is that reported by 
Thompson, Gallagher and Breckenridge (1987). A sample of 91 older adults, mean 
age 67.07 years, were randomly assigned to 3 active individual treatment conditions, 
behavioural, cognitive or brief psychotherapy, with an additional 6-week delayed 
treatment control condition. Interventions were manualised, with subjects attending 
for approximately 16 to 20 sessions. Outcomes were assessed using a number of 
standardised measures. Results indicated that 70% of the treatment sample either 
‘improved substantially’ or achieved remission. What is of considerable interest with 
regards to the current discussion is the lack of a significant difference between the 
three active treatment conditions. This finding may be regarded as consistent with 
Goldfried and Wolfe’s suggestion that randomisation may actually homogenise the 
differences in presentation of depression subtypes. While this initial study provided 
post-treatment only assessment, subsequent analysis reported by Gallagher- 
Thompson, Hanley-Peterson and Thompson (1990) presents data from a 2-year 
follow-up of this cohort. The lack of a significant difference between treatment 
modalities was maintained, with 70% of the sample not depressed at post-treatment 
also not depressed at follow-up.
The use of group approaches to intervention has also been the focus of a small 
number of studies. Steuer et al (1984) report the outcomes for a self-referring 
sample of older people over the age of 55. Participants were not randomly assigned 
by the researchers, but instead entered into four conditions based on the sequence 
of their entry into the study, although some counterbalancing took place by
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comparing the profiles in the first two groups, and seeking to assign clients with more 
variable characteristics to the second treatment groups. Combined data for each 
group type indicated significant changes across subjects, with no significant 
differences between groups with the exception of the Beck Depression Inventory. 
The authors however suggest that the cognitive treatment intervention may 
inadvertently bias these results because of its specific association with the items of 
this self-report measure.
Leung and Orrell (1993) have later employed a considerably more brief group CBT 
intervention for 27 participants between the ages of 61 to 82 years. This intervention 
consisted of 7 sessions. The effectiveness of this intervention was compared on a 
‘within group’ basis, comparing those with a diagnosis of major depression, with 
those who had a diagnosis of other mood difficulties. It might be proposed that this 
design is closely linked to the ideals of a clinically relevant trial outlined by Goldfried 
and Wolfe. Leung and Orrell report that at a one-year follow-up, 92% of the targeted 
major depression group needed no further contact, compared to 40% in the 
alternative ‘other mood disorders’ group. More recently Rokke, Tomhave and Jocic
(2000) have evaluated the effectiveness of a ‘self management’ group therapy based 
on CBT principles compared to an education and support control. Active treatments 
were found to be effective using a number of standardised depression measures, 
there was found to be no significant differences between the two treatment groups.
Wider application of the CBT model has also included the evaluation of self­
administered variants of the model. Scogin, Jamison and Gochneaur (1989) 
compared the effectiveness of both behavioural and cognitive models of reading 
material based bibliotherapy in 67 older people. Significantly, Scogin et al 
specifically consider this approach to represent an ‘inexpensive and non-invasive’
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(p403) option for intervention. Depression, both clinician and self-rated was 
significantly reduced, although no clear difference was detected between the two 
forms of intervention.
In contemplating earlier comments regarding the wide use of medication in older 
people, an early study by Beutler et al (1987) report the outcome of a comparison of 
group based cognitive behaviour therapy with treatment using alprazolam (a tri-cyclic 
anti-depressant). It is notable that the general tone of this paper appears to favour 
the use of anti-depressant medication as a default therapy for depression in older 
people. Administration of the group took place over a 20-week period. Cognitive 
therapy was found to be effective in reducing subjective symptoms of depression, in 
the absence of a significant additive effect of medication, with cognitive therapy 
participants more likely to remain in the program.
More recently Thompson, Coon, Gallagher-Thompson, Sommer, Koin (2001) have 
more recently reported the evaluation of individual CBT in comparison to tricylic anti­
depressant medication. Unlike the Beutler et al study, no ‘non-active’ control group 
was provided, with comparisons made of individual medication and cognitive 
treatments in addition to a combined condition. Participants were randomly 
assigned, although a number were self-referred. All three conditions were effective, 
with only small differences between the two CBT conditions. However, it appeared 
that cohort effects also interacted, with the most depressed participants in the 
combined condition showing greater improvement than in the CBT or desipramine 
conditions alone.
Evidence base for the clinical effectiveness of CBT for anxiety
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Research studies of anxious older persons have frequently focused on specific sub- 
types of anxiety difficulties, specifically generalised anxiety disorder, found to have a 
relatively more frequent occurrence in this cohort (e.g. Flint, 1994). Nonetheless, in 
an initial pilot of cognitive behavioural therapy, King and Barrowclough (1991) report 
on the effectiveness of CBT with participants who have a range of difficulties. The 10 
participants in this uncontrolled study were reported to have diagnosis of panic 
disorder, generalised anxiety disorder, or agoraphobia. The reported intervention 
consisted of an average of 8 sessions, and resulted in 6 of the 8 clinically anxious 
participants prior to the start of intervention being classified as ‘non-anxious’ post 
intervention. A significant advantage of this study is its ability to supply qualitative 
information about the participants in the study.
A more recent study by Barrowclough et al (2001) adopted a more generic approach 
to the use of CBT in anxiety disorders. Inclusion criteria for treatment included criteria 
for anxiety disorders derived from the Diagnostic and Statistical Manual of the 
American Psychiatric Association (4“  ^ Edition -  APA 1994). Diagnoses included 
panic disorder, agoraphobia, social phobia and generalised anxiety disorder. 
Specific and more general models of individual anxiety intervention were compared 
to a ‘supportive counselling’ control. Participants were followed up at 12 months. 
Significant positive differences existed between CBT compared to supportive 
counselling on self-report measures. 71% of the CBT group, compared to 39% of the 
supportive counselling control met the criteria for responding to treatment, with a 
non-significant trend towards higher end-state functioning in the CBT group. This 
study has strengths both in its focus on individual level intervention, and in its 
recognition of the trends of real life application.
As noted, studies have frequently addressed generalised anxiety disorder in this
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population. Stanley, Beck and Glassco (1996) report a self-selected sample of 48 
adults over the age of 55 years, a notably younger age range than in other studies. 
Individuals were randomised to two conditions, CBT and supportive counselling. 
Consistent with previous comments relating to qualitative information, data gathered 
prior to the intervention indicated that both of these interventions were regarded to be 
‘highly logical’ (p572). Outcomes indicated that active intervention significantly 
reduced worry, anxiety and depression. However, there was found to be no 
differential impact of treatment type.
Stanley et al (2003) replicated this study, with the additional aim of assessing the 
ability of CBT to be effective over one year without additional medication. It was 
found that CBT resulted in significantly greater improvement in worry, anxiety and life 
quality when compared to the minimal contact control group. Significant 
improvement in depression scores was found in both conditions, suggesting a 
broader non-specific effect. In considering the guidelines by Chambless and Hollon 
in relation to replication, it is also the case that a number of other authors have 
sought to evaluate similar interventions. Wetherall, Gatz and Craske (2003) outline a 
group of 75 older adults who were randomly assigned to CBT, a discussion group or 
a waiting list control group. Outcomes suggested that CBT was superior only to the 
non-treatment control.
Another recent study has also addressed the treatment of generalised anxiety in 
older persons. The work of Mohlman et al (2003) is also of importance in its attempt 
to directly compare random assignment to a standard package of CBT with an 
‘enhanced’ package which included the introduction of ‘memory/learning aids’, which 
were intended to increase the homework activities of the client, improve recall of 
techniques and help the application of these techniques. This study specifically
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investigated the impact of applying such a package in mental health outpatient 
settings. Both were compared with waiting list controls. In the standard group, 
significant improvement was found in the severity ratings of anxiety. However in the 
enhanced group improvements were also found on self-report measures, rates of 
GAD and severity ratings in contrast to the waiting list control. Although no direct 
comparison was made, these results were felt to indicate value of enhanced 
interventions for older adults.
In considering the broader scope of anxiety difficulties, it is generally apparent, that 
the standard of research is some-way behind that of studies previously addressed 
(Sheikh and Cassidy, 2000). For example. Carmin, Pollard and Own by (1998) 
outline a specifically behaviourally orientated ‘exposure and response prevention’ 
intervention, which also contained elements of CBT (although at an unspecified level 
in each participant). Outcomes for the older adults sample (mean age 68.7 years) 
was compared to a group of younger clients. Due to the non-randomised nature of 
the study, it is likely that the treatment groups were heterogeneous. Both groups 
displayed significant improvement and were equally efficious for older and younger 
age groups.
Peterson (2002/3) has recently discussed the extent to which anxiety relating to 
falling has a significant impact on quality of life. The most significant application of a 
model involving cognitive restructuring is outlined by Tennnstedt et al (1998). A 
sample of 434 older adults were randomised into either CBT or a social contact 
group, with average group sizes of approximately 10. It should be noted that the 
active intervention consisted of 8 two-hour sessions across 4 weeks, compared to 
the social control group which consisted of a single one off 2 hour session. This 
raises questions as to the suitability of the control condition. Participants in the
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treatment group reported increased levels of intention to undertake activity, and a 
reduction in general physical dysfunction that was borderline significant in its 
difference from the control group.
Is CBT for anxiety and depression helpful?
It appears that a body of research, although still limited (Laidlaw et al 2003) exists 
supporting the efficacy of CBT for both anxiety and depression. It is also the case 
that perhaps in this population, perhaps more so than in younger age groups, 
descriptive (Davies and Collerton, 1997) and clinically realistic (Goldfried and Wolfe, 
1998) research is desirable. It is significant that there still seems to remain a limited 
scope of samples, particularly in terms of ethnicity (Zeiss and Steffen, 1996b), in 
addition to the apparent dominance of a small number of research teams. A sizable 
number of studies involved self-selecting samples of people recruited through 
advertisements, which may increase the number of certain types of participants. 
Studies have also tended been carried out in specific research settings (Laidlaw, 
2001 ), with follow-up periods rarely greater than one year.
It appears that research on the application of CBT to older age depression has 
remained relatively slow since Gatz et al (1998)’s review. Nonetheless, interest has 
continued in comparing CBT with pharmacological treatments (e.g. Gallagher- 
Thompson et al 2001), with CBT at the very least equally effective to medication in a 
low severity group of older adults. Viewed in the context of findings by Lindreville et 
al (2001) who found that older persons felt cognitive therapy to be more acceptable 
than pharmacological intervention, it appears that evidence prompts a shift away 
from pharmacology as a first line intervention. In general it appears that recent 
research in psychosocial interventions has tended to concentrate on anxiety
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disorders, a positive step in light of observations by Gatz et al (1998) of the 
significant lack of studies evaluating ‘manualized or clearly described approaches In 
comparison to control groups or other treatments' (p20). However, as noted by 
Sheikh and Cassidy (2000) there remains little research into areas such as post- 
traumatic stress disorder, for any modality of treatment.
Although, Laidlaw (2001) notes a superiority for CBT in a number of meta analysis, it 
is significant to note that the key outcome measure, the Beck Depression Inventory, 
has been identified by Steuer et al (1984) as potentially being facilitated by the 
content of CBT compared to other therapies. It is evident that there is a general 
trend for CBT to be effective, but not necessarily significantly more effective than 
other treatments. This is consistent with evidence from other populations (Wampold, 
Mondin, Moody and Ahn, 1997). Wampold at al (2002) identify the possibility that 
superiority for cognitive therapy for depression is generally only found when 
comparisons are made with conditions which are not intended to be active 
‘treatments’. These findings seem to support the same notion of the ‘uniform 
efficacy’ (Wampold, Mondin, Moody and Ahn, 1997) of psychotherapy models.
In relating these findings relevant to the issues encountered in my clinical work, 
specifically that, due to age, different modalities of treatment would be less effective 
clinically, appears not to be the case. Age appears more significant in relation to the 
acceptability of a treatment modality to clinician and client rather than clinical 
effectiveness per se. A question remains of what qualities CBT offers that may make 
it a treatment of choice in this cohort. It is intriguing that few recent studies appear to 
have addressed an issue raised by Zeiss and Beckenridge (1997). These authors 
note that ‘the question of what adaptations make therapy especially useful and 
accessible for elders Is currently In much clinical lore, but without much empirical
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basis.'{p^4).
Adaptation to Cohort effects
The research trends above are consistent with comments by Laidlaw (2001) that 
adaptations of CBT with older persons are significant but not ‘essential’. Zeiss and 
Steffen (1996b) suggest that multi-model teaching; ‘interdisciplinary’ awareness, 
clear presentation of information, appreciation of strengths and difficulties in aging 
and slower presentation of material may be helpful. Such issues seem well 
accommodated by the CBT model, although the evidence of whether such 
adaptations are clinically relevant is lacking.
In returning to the model of adaptation outlined by Knight and McCullum, issues of 
‘maturity’ relate to the cognitive changes and decline experienced by older adults, are 
of key consideration in applying CBT in this cohort. These concerns seem to most 
closely relate to key ‘myths’ outlined by Laidlaw et al (2003), and suggest that older 
persons cannot cope with the more ‘abstract’ elements of therapy. Specifically, 
Church (1983) who questioned the ability of older adults to make use of the 
‘Dysfunctional Thoughts Record’, a key component of the cognitive therapy approach 
to both depression and anxiety. However, recent evidence examining the 
association between ‘fluid’ intelligence and the ability of a sample of older adults to 
use CBT (Doubleday, King and Papageoriou 2002), has suggested no relationship 
between decline in cognitive flexibility and responsiveness to CBT for anxiety.
Laidlaw et al (2003) note the propensity for practitioners to assume that anxiety and 
depression in older persons is ‘understandable’ in light of the physical process of 
aging. However, Laidlaw et al also emphasise that the specific triggers for such
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difficulties may simply be more common, with higher occurrences of grief, loss and 
physical health difficulties. Within the framework of cognitive behaviour therapy, the 
latter issue appears to be addressed directly through the individualised assessment 
of cognitions, although the implications for practice appear to be unclear. Sharpiro, 
Roberts and Beck (1999) report that ‘cognitive’ content was found to be less of a 
distinguishing feature of the differentiation of anxiety and depression in older adults. 
It was found that such cognitions broadly included themes of ‘worthlessness’, ‘social 
loss’ and ‘anxiety’ and were more likely to be ‘undistorted’. In essence, the 
promotion in the CBT model of individualised, and cohort sensitive (Hays, 1996) 
assessment of beliefs may enable more sensitivity to the precise nature of cognitions 
and factors influencing them.
The‘culture’ of CBT
Laidlaw (2001) has previously noted that cognitive-behaviour therapy has an intuitive 
link to the idiosyncratic nature of individual’s problems. On reflection. It does not 
however seem to be the case that the same could not be said of other theoretical 
orientations, and no specific studies have examined this capacity. Group based 
interventions, although possibly beneficial in increasing the social contact of this 
cohort (Peterson 2001/2002), seem to call into question the extent to which all of the 
CBT interventions that have been scientifically evaluated are truly individualised.
Despite these cautions, it is apparent that cognitive therapy models adopts a 
collaborative approach (Zeiss and Steffen, 1996a). Such an approach may increase 
the acceptability of CBT to an older cohort, and guard against the perception of the 
psychologist as being the ‘dominant cultural figure’ in therapy (Hays, 1996). Such an 
approach is also suggested to enable a wider awareness of cohort information and
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the ‘wisdom’ inherent within the clients' experience (Zeiss and Steffen, 1996a), which 
as a side effect may function to indicate respect for an older persons position in the 
therapeutic relationship (Seeker, Kazantizis and Pachana, 2004).
Accessing of specific mental health services by older adults tends to be limited, with 
primary care practitioners frequently managing difficulties such as depression 
through pharmacology (Gallo et al, 1999). The specific helpfulness of CBT may not 
be in its flexibility to adapt to cohort effects, but in its ability to be acceptable to both 
service users and service providers. A number of the studies reviewed here are 
have a brief (Gallagher-Thompson et al, 1987) or group based (e.g. Leung and 
Oreall, 1993), which may counteract expectations of an extensive therapeutic 
investment for an older person. Although Zeiss and Steffen (1996b) have cautioned 
against the potential for cognitive therapy to be applied in an indiscriminate fashion, it 
is also the case that it may be easily provided in low-key settings, potentially in a self­
administered fashion (Scogin et al, 1989). In addition, the potential cost- 
effectiveness of this therapeutic model (Zeiss and Beckenridge, 1997) may be 
appealing to commissioning agencies.
Conclusions
In reflecting on my experiences working clinically and the questions this prompted 
relating to the selective acceptance of aging clients to therapeutic models, it has 
become clear that there is a broader literature directly addressing the viability of 
psychotherapy with older persons. In more general terms it appears that there is a 
uniform efficacy of intervention models, which seem to be consistent with the 
literature in younger populations. It also appears that there is a general 
acknowledgement that while adaptation of psychotherapy is preferable, it is not
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critical for clinical success (Laidlaw, 2001), allowing clinical details from a wider 
range of research to be incorporated by clinicians working with older persons.
In specifically focusing on CBT, it is clear that this model can be helpful in the support 
of older persons with anxiety and depression. This helpfulness occurs both at a level 
of clinical efficacy, and in terms of the flexibility of the model to be accessible and 
adaptable to the needs of this cohort. The caveat exists that research has only 
directly addressed the efficacy of adapting this model in a small number of cases 
(see Mohlman et al 2003) and it remains to be seen whether the need to adapt this 
intervention is a genuine clinical demand. While the current state of research needs 
to be addressed, it presents an intriguing dilemma in those developing helpful 
applications of this model. If a focus is made on the adaptation and specificity of CBT 
models for this cohort, there may be an implicit dismissal of research already been 
carried out with other age populations (Laidlaw, 2001). A balance needs to be found 
in order to enhance both the credibility of research looking at appropriate and subtle 
adaptations to Cognitive Behaviour Therapy, whilst also preserving the similarity to 
extensive evidence already gathered from other populations.
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CORE PLACEMENT Adult Mental Health -  Dorking Community Mental Health 
Team, Clarendon House, Dorking Supervisor -  Dr Metka Shawe-
Taylor
Number of assessments undertaken -  4 Number of Intervention cases -  10 (one 
with additional neuropsychological assessment).
Demographic of cases -  Age range between 24 to 57 years. All cases were in the 
‘white British’, with 2 of the intervention cases males, and the remainder females.
Description of Assessment Activity -  Three specific neuropsychogical assessments 
were carried out in the course of this placement, using the Wechsler Adult 
Intelligence Scale (3^  ^ Edition), the National Adult Reading Test and the Wechsler 
Memory Scale. Psychological assessments included the assessment of a 31-year 
old female with a self-referred eating disorder, and a 37-year-old male with a history 
of fatigue syrriptoms.
Description of Clinical Activity -  The length of clinical interventions varied in length 
from 5 to 11 sessions. Clinical cases undertaken included interventions for 
generalised anxiety, panic attacks, obsessive-compulsive disorder, social anxiety, 
alcohol use and morbid jealousy. The main clinical setting was community team 
premises, although some work was undertaken in an alcohol detoxification inpatient 
setting. Key models used in the course of clinical work were cognitive behavioural 
and behavioural in nature.
CORE PLACEMENT People with Learning Disabilities -  Wandsworth Team for 
People with Learning Disabilities, Joan BIcknell Centre, Tooting
Supervisor -  David Cotson
Number of assessments undertaken -  3 Number of Intervention cases -  10 (with 
group)
Demographic of cases -  The clinical cases undertaken on this placement 
accommodated a broad range of ethic groups, including White British, Black British 
and Asian British. Faiths included Church of England, Jehovah’s Witness and 
Muslim faiths. 64% of clients seen were male. Clients accessing the service had a 
range of learning disabilities including severe, moderate and mild classifications.
Description of Assessment Activity -  two specific psychometric assessments were 
carried out on this placement. These assessments were undertaken with a male 
client to establish the current level of his memory functioning. The second 
assessment of carried out in the context of establishing the extent to which a male 
referred to the service of support with bereavement met the inclusion criteria for 
access to the learning disability service. A functional living skills assessment was 
carried out with a female client’s family with the use of a Kurdish speaking interpreter.
Description of Clinical Activity -  Part of this placement included co-facilitation of a 6- 
session assertiveness group with 5 clients. Additional clinical work was undertaken 
with direct individual therapy, including anxiety difficulties and anger management. 
Direct and indirect work was also undertaken with clients and the systems in which 
they lived. Specific referrals included aiding staff in supporting a male client with 
autistic spectrum disorder. Clinical models included behavioural techniques of
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functional analysis and environmental intervention, cognitive behavioural therapy and 
personal construct therapy.
CORE PLACEMENT Children and Families -  Chichester Team for Children and 
Families, Chichester Supervisor -  Dr Alex Proto
Number of Assessments undertaken -  5 Number of direct intervention cases -  7 
Parenting Group -  3 mother/father dyads, 6 mothers only, 1 father only (parents of 
children between 2 to 15 years of age).
Demographic of cases -  Age range of children and adolescents seen was 7 to 17 
years of age. The cultural background of children seen was White British in a 
majority of cases, with one child of a black British cultural background.
Description of Assessment Activity -  A comprehensive cognitive assessment was 
carried out with a 9 year-old boy who had been referred with concerns surrounding 
his reading and attention difficulties. Two further short form cognitive assessments 
were carried out as part of comprehensive assessments of ADHD. Psychological 
assessments included children with issues relating to bereavement and adjustment 
to physical illness.
Description of Clinical Activity -  A key clinical experience was participation in a 
behaviour management group for parents, which took place across 10 weekly 
sessions. Issues discussed included parent/child relationships, reward systems and 
rule setting, using techniques such as role-play, video vignettes and group 
discussion. Individual therapy cases included chronic headache difficulties, 
anxiety/anger difficulties, intrusive thoughts, and adjustment to diabetes, temper 
difficulties and reactions following a road traffic accident. Key models included 
solution focused therapy and cognitive behaviour therapy.
SPECIALIST PLACEMENT Adult Mental Health -Community Mental Health Team, 
Haslemere Hospital, Haslemere Supervisor -  Sarah Owens
Number of Assessments undertaken -  6 Number of Intervention cases -  6
Demographic of cases -  The age range of cases was 22 to 62 years, with 7 male 
clients. The demographic range of the clients seen was limited and was white British 
in cultural origin, with a wider diversity in terms of socio-economic class.
Description of Assessment Activity -  Two psychometric assessments were 
undertaken in this placement, one of a client experiencing psychogenic seizures, and 
other of a male client who had previously taken an overdose. Additional assessment 
work was undertaken of cases including adjustment of a female client following an 
abortion, assessment of a male client following a suicide attempt and subsequent 
referral to the trust psychotherapy service, and assessment of a female client 
following a stoke.
Description of Clinical Activity -  Intervention and support with clients involved 
consideration of a wide range of clinical issues, including generalised anxiety, chronic 
guilt, depression and driving related panic. Additional supportive work was 
undertaken with a client experiencing Non-Epileptic Seizure Disorder, and two clients 
with difficulties relating to enduring psychosis. Key models of intervention were 
cognitive behaviour therapy, rational emotive therapy and behaviour therapy.
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CORE PLACEMENT Older Adults -  Merton Services for Older People, Springfield 
Hospital, Tooting Supervisor -  Dr Victoria Hill
Number of Assessments undertaken -  5 Aumber of Intervention cases -  4
Demographic of cases -  5 clients seen on this placement were female. Clients 
ranged in age from 71 to 82, with all clients from a white British ethic background.
Description of Assessment Activity -  Four psychometric assessments were carried 
out on this placement, with issues relating to alcohol use, memory loss, behaviour 
change and dementia encountered. Additional assessment work was undertake with 
a client experiencing depression and a particular struggle with her loss of faith and 
the care she was having to undertake for her son.
Description of Clinical Activity -  Clinical activity on this placement included support 
for a male client with enduring a recurrent depression, application of a solution 
focused model to support a female client with the loss of her husband and the use of 
behaviour martial therapy to work with a couple with impacted on by long term mental 
health issues with female partner, and in the couples daughter. A key intervention 
case included supporting a male client with difficulties using public lavatories, which 
had gradually become a more pervasive and intensive difficulty relating to anxiety 
about travelling.
SPECIALIST PLACEMENT Paediatric Psychology -  Paediatric Psychology 
Service, St Georges Hospital, Tooting Supervisor -  Dr Marcelle
Moore/Dr Helen Train
Number of Assessments undertaken -  5 Number of Intervention cases -  5
Demographic of cases -  The age range of children referred on this placement was 
<6 months to 14 years of age. 4 children were girls. Multiple religious backgrounds 
were encountered, including White (British), Black (African) and Asian, with faiths 
including Christianity and Islam.
Description of Assessment Activity -  Three psychometric assessments were 
undertaken as part of this placement, with issues relating to the impact of hemiplegia, 
premature birth and HIV. Additional assessment work was undertaken of an 18 
months year old child with feeding difficulties and young boy following hand 
disfigurement
Description of Clinical Activity -  Clinical activity on this placement included support of 
an adolescent girl adjusting to sickle cell anaemia and working with a boy to explore 
his expression of emotions in his relationship with his mother. Additional work 
involved intervention with a mother and son to consider his relationship with an 
absent father following ear surgery and working with a family and a school to support 
a young person with epilepsy and learning disabilities. A further intervention was 
carried out to support a young girl with needle phobia. Models used on this 
placement were diverse and integrative, including systemic (narrative/solution 
focused) and cognitive behavioural models.
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Cognitive behaviour therapy with a 36-year-old man diagnosed with obsessive-
compulsive disorder
Presenting Problem
This case report describes a 36 year old male, James , married with two 
children and part of the majority ethnic group in the area. A practice counsellor with 
self-reported depression had initially seen James. During this initial intervention, 
James had disclosed long term experiences of obsessions and compulsions, which 
had been causing him significant anxiety.
Assessment
A consultant clinical psychologist carried out an initial triage assessment, with a 
follow-up assessment being carried out by myself. James’s intrusive thoughts 
related to his work, and his anxiety that something may go wrong as the result of his 
actions. James reduced his anxiety using rituals of rapid images of geometric 
shapes, which he produced in his mind consisting of interlocking lines and circles. If 
these patterns were not completed in precisely the right way, James would become 
engaged in repeating these patterns. James would also follow what he referred to as 
‘the rules’, which required objects in his environment to be ordered in a particular 
way. His intrusions were triggered by a number of situations, for example when 
James passed a familiar point on his journey on the way to work. Initial assessment 
was complicated by James’s anxiety about describing his intrusions. Work related 
pressures had also increased James’ experience of intrusions.
Formulation
The formulation of James’s difficulties was undertaken using a cognitive-behavioural 
framework. James’s rituals resembled ‘obsessive ruminations’ (Salkovskis, Forrester 
and Richards, 1998) in that they had no overt behavioural component but were 
instead of a covert nature. James held beliefs that having intrusive thoughts was 
equal to wishing these events to happen, and his automatic thoughts therefore 
appraised intrusions as an indication that a negative event may occur once again. 
This model was proposed by Wells (1997) to be an example of ‘thought action 
fusion’. His neutralising behaviour was therefore designed to reduce the likelihood of 
an event occurring. These thoughts and actions became reinforced by the continued 
absence of the feared event, which James attributed to his neutralising behaviour.
Intervention
Based on the cognitive behavioural model, intervention included strategies from both 
cognitive and behaviour domains. At the onset of intervention, James rated his belief 
that his thoughts would lead to events occurring as 100%. In the early stages of 
therapy James was helped to use cognitive methods to ‘defuse’ his anxiety, for 
example the evidence that it would take a number of events to combine to create the 
feared outcome. Exposure and response prevention tactics were tried in an adapted 
form, which initially included asking James to imagine a negative event happening to 
me, before extending to a negative event occurring at work. James imagined that a 
cup of coffee would be spilt over an important contract on work. An additional 
technique, ‘detached mindfulness’ (Wells and Matthews, 1994) was also used. This 
introduced the idea of simply letting ruminations ‘go’, and simply observing the 
thought rather than reacting to it.
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Outcome and Evaluation
The intervention stage lasted for a period of 11 sessions. At the close of the 
intervention, James rated this probability as being 0%. The Padua Inventory, a rating 
scale designed to assess disturbance related to obsessive compulsive disorder was 
administered to James in session 9 and the final session. A drop in the total score 
was detected between sessions, and was in the sub clinical range in the final 
session. Scores on the Beck Anxiety Inventory and the Beck Depression Inventory 
were both in the normal range at the end of the intervention.
James felt that the most helpful part of the intervention had been the detached 
mindfulness approach, and he felt confident that he would be able to continue. The 
benefit for James was that he felt the ‘mindfulness’ approached had enabled him to 
avoid going down ‘cul de sacs’ in his mind. He also explained that prior to the 
therapeutic work, he had felt that he had he ‘had built up a little world of belief about 
how thing will happen’, and that to him the benefit of undertaking work on his beliefs 
had been the chance to talk through his experiences with an independent person.
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The use of Personal Construct Therapy for anxiety problems in a 29-year oid 
man with miid learning disabiiity and proposed Asperger’s Syndrome
Presenting Probiem
Matthew was a 29-year-old man living in a suburb of London with his parents, 
and was a committed Jehovah’s Witness. He had been referred for counselling at 
his request, following his feelings of anxiety, which was leading to considerable 
functional impact on his life. This anxiety focused predominantly on his relationship 
with his sister, who had recently become engaged to another member of the 
Jehovah’s Witness Community.
Assessment
Prior to referral for psychological intervention, another team psychologist had 
assessed Matthew in order to establish whether he fulfilled the diagnostic criteria for 
learning disability. Assessment was said to indicate that Matthew fulfilled the criteria 
for mild learning disability, with a particular difficulty in the domain of social 
understanding and working memory. This assessment prompted a further request 
that Matthew be assessed for the presence of social communication difficulties, 
specifically Asperger’s Syndrome. Matthew had experienced significant difficulties 
during his school, and had struggled to maintain a consistent employment through 
out his working life. He was unemployed at the time of our work.
Assessment of Matthew’s anxiety indicated his specific concerns about his sister, 
namely that he constantly felt on age when she was present. He commented that 
she had changed, and that she felt that she had turned her back on the family. He 
had previously greatly valued his relationship with his sister, and was confused by 
the situation that had arisen. He recalled a particular incident when he had seen his 
sister in a car with her boyfriend, and had punched the window of the car and then 
tried to call the police. Matthew described his tendency to try and avoid contact 
when his sister returned home. Standardised assessment tools were administered 
during early assessment session (The Beck Depression Scale and The Beck Anxiety 
Scale), and indicated sub-clinical levels of depression, but a moderate level of 
anxiety.
Formulation
Formulation of Matthew’s difficulties was intended to take into the account the 
potential impact of Asperger’s syndrome on his view of the world and the 
psychological difficulties that he might be experiencing (Tantum, 2000). Research by 
Hare, Jones and Paine (1999) had suggested that Personal Construct Theory 
outlined by Kelly (1955a). This approach suggests that individuals have a number of 
constructs, cognitive structures that are used to anticipate events and people in their 
environments (known as ‘elements’). Anxiety in this model is hypothesised to be 
due to transition problems when individuals’ predictions of situations are not 
validated. Matthew’s anxiety may therefore be perceived as resulting from a difficulty 
in anticipating the behaviour of his sister. Paradoxically, Matthew’s inability to 
perceive difference and flexibility his sister’s lifestyle may have resulted from an 
attempt to reduce his anxiety through a ‘tightening’ of his constructs.
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Intervention
The intervention phase of working with Matthew involved developing an awareness 
of his constructs, using the Repertory Grid Test (Kelly, 1955a), and an attempt to 
introduce flexibility into his construing of his sister. This therefore involved an 
eliciting of key elements (people) in his life, the constructs he used to evaluate them, 
and asking Matthew to rate the place of his elements on these bipolar constructs. 
Particularly critical constructs for Matthew was ‘has time for people/does not have 
time for people’, ‘has understanding of me/does not have understanding of me’, ‘is 
reliable/is not reliable’, ‘is open in their ideas/is not open in their ideas’.
Efforts were also made to support Matthew in perceiving greater flexibility in his 
sister’s behaviour, for example experimenting with reacting to his sister as though his 
construction of her was the same as in the past.
Outcome and Evaluation
In the final stages of work with Matthew, his sister was due to move back into the 
family home, which was a source of some distress for him. In these latter sessions, 
which gave rise to the experiment of trying to construe his sister as before, Matthew 
demonstrated some change towards a more moderate view on ‘has time for people’, 
the direction that he favoured. However, a number of his constructs remained the 
same. Matthew’s self-reported anxiety had however dropped from a moderate to 
mild level of anxiety.
In the latter stages of work, which lasted for a total of 14 sessions, Matthew was 
diagnosed with Asperger’s Syndrome by another clinician. Matthew reported he had 
found the use of this approach beneficial, since it had enabled him to gain a better 
understanding of himself and the way he perceived the world. Hare et al (1999) 
suggest that this can be a fundamental benefit of this approach, in that it provides a 
sense of being understood by the client. In general however, the therapeutic 
techniques employed with Matthew were of a limited nature, and the level of 
abstraction involved in this approach may have led to a need for an extended period 
of intervention which was not possible within the constraints of this work. With 
Matthew’s consent, a referral was made to the psychotherapy service for people with 
learning disabilities in order to support him further in his relationship difficulties.
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Extended assessment of an 11 year-old boy referred with inattention, 
concentration and organisational difficulties
Presenting Probiem
Adam was an 11-year-old male referred to a community child and adolescent 
mental heath team with concerns relating to his concentration and inattention. 
Adam’s teacher had suggested that Adam should be assessed for Attention Deficit 
Hyperactivity Disorder. Adam’s mother found that she constantly had to organise 
Adam, and felt that a ‘label’ would help the family to understand Adam’s behaviour.
initial Assessment
An interview was carried out with Adam and his mother, and the Strengths and 
Difficulties Questionnaire (SDQ) was administered to Adam, his mother and his class 
tutor (Goodman et al, 2001). A developmental history was gathered. Adam’s mother 
explained that his difficulties had developed approximately 18 months previously, and 
had seemed to get worse when he had joined his secondary school about 9 months 
prior to assessment. She felt that this had given Adam more to concentrate on. 
Using the SDQ, it was found that although Adam’s mother felt that the difficulties 
were causing significant distress, the only subscale score to fall into the clinical range 
was Adam’s self-rated level of hyperactivity.
Formulation
There is a great deal of cultural expectations of what is regarded as ‘acceptable’ 
behaviour in children (Gingerich, Turnock, Liftin & Rosen, 1998). However, it was 
also the case that Adam experienced a degree of difficulty relating to inattention, and 
seemed to experience difficulties similar to that found in the ‘predominantly 
inattentive’ subtype of Attention Deficit Hyperactivity disorder outlined in the 
Diagnostic and Statistical Manual of the American Psychiatric Association (APA, 
1994). Features of this subtype include issues with sustained attention, difficulties 
with following instructions and high levels of distractibility. However, the fact that 
Adam’s distractibility seemed to vary across environments led to a note of caution. 
An additional hypothesis proposed that Adam’s difficulties with sustained attention 
might be more specifically linked to a reading disability, felt to manifest similar 
difficulties to the inattentive subtype.
Extended Assessment
In order to establish the wider cognitive context of Adam’s difficulties, in addition to 
establishing the potential impact of a specific reading disability, an extended 
cognitive assessment was undertaken. This assessment was undertaken using the 
Wechsler Intelligence Scale for Children (WISC - Third Edition -  UK, Wechsler, 
1992) and the Wechsler Objective Reading Dimensions (WORD - Rust, Golombok & 
Trickey, 1993). The former is an assessment of general cognitive abilities, whilst the 
latter is a more specific standardised reading achievement test.
Adam’s outcome on the WISC indicated a significant difference between the Verbal 
Comprehension and Perceptual Organisation Indexes indicated an advantage for 
Adam in non-verbal tasks over verbal tasks. Adam’s Freedom from Distractibility 
index score was significantly greater than his processing speed and verbal
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comprehension scores. At a subtest level, Adam showed a significant weakness in 
the Vocabulary subtest.
The WORD tasks indicated a significant advantage for Adam’s basic reading skills 
over his reading comprehension. - Although the significant difference between 
performance and verbal IQ’s meant that Adam’s full scale IQ score may not have 
been valid as a predictive tool, provisional use of this figure suggested that Adam’s 
reading cornprehension was significantly lower than that which would have been 
predicted by his general cognitive performance.
Extended Formulation
Adam’s difficulties appeared more related to verbal comprehension, with an average 
performance in on items relating to ‘freedom from distractibility’. A particular difficulty 
was found in Adam’s levels of word knowledge. His above average score on the digit 
span task indicated some skill with working memory. In light of these factors, Adam’s 
attention during testing, and through comparison with a broad literature relating to the 
cognitive profiles of children with ADHD, it seemed evident that a diagnosis of 
attention deficit hyperactivity disorder (inattention subtype) did not adequately 
capture Adam’s functional difficulties.
The evidence of a reading comprehension difficulty suggested that Adam was a ‘poor 
comprehended’ rather than experiencing difficulties with ‘poor decoding’ (Stothard & 
Hulme, 1995). Children who experience such difficulties have been found to have 
difficulties in following instructions because of a difficulty in retaining the gist of 
material (Wise & Snyder, 2000). This may also have an impact on Adam’s ability to 
read at a single word level due to a difficulty in using semantic information to decode. 
It was felt that the reason for the relatively recent onset of Adam’s difficulties were 
the result of increasing demands on reading comprehension experience by Adam as 
his education had continued.
Outcome and Evaluation
Research has suggested that children with reading comprehension difficulties can 
benefit from training to make inferences from texts. Recommendations to Adam and 
his mother therefore included limiting his reading to age appropriate texts, and to use 
a visual dictionary in order to develop the connections between these text and 
meaning.
Overall this work had employed the use of psychometric tools recommended as a 
core element of ADHD assessment (Root & Resnick, 2003), although it was also 
noted that such an experience for Adam might have represented a sufficiently 
interesting event to engage his attention. This work would also have benefited from 
observation of Adam in multiple environments. Conversation with Adam and his 
mother indicated that the results of the assessment were acceptable to them, and the 
outcome appeared to move successfully away from the idea that Adam required a 
label for his difficulties.
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Use of Rational-Emotive Behaviour Therapy with a 62-year-old woman 
experiencing guilt, shame and depression
Presenting Problem
Angela Weller was 62 years of age and from the majority white ethnic group. Angela 
had been referred by her GP because of difficulties she had been experiencing with 
low mood. She had disclosed to her GP that she had recently taken advantage of an 
older woman, Charlotte, who she had worked for, and had taken money from her. 
Angela had been experiencing disruption in her sleep and appetite, along with 
difficulties relating to guilt and shame. In particular she felt a considerable fear about 
what would happen if her friends and family found out what she had done, and 
whether there would be any repercussions from her actions.
Assessment
Angela had been working with Charlotte for a period of about 4 years as a personal 
assistant. Over this period of time, Angela had been offered money by Charlotte, 
and taken it. Over time, the financial resources had begun to run out, and Angela felt 
that that she was ‘untrustworthy and horrible’ as a result of what she had done. She 
felt that she was ‘rotten to the core’, and was fearful as to what disclosure of her 
actions may bring.
Friends and family were very important to Angela. She explained that she had not 
felt responsible about relationships she had been involved in with men throughout 
her life. Angela had two daughters by her second long term partner, although had 
many other relationships since they separated in the 1980’s. At the time of our work, 
she had been involved with a married man for 4 years.
Angela had previously accessed community mental health services 7 years prior to 
referral because of her habit of biting her nails, which she regarded to be disgusting. 
She still experienced problems with this behaviour.
Formulation
Guilt is a type of response which is ‘culturally educated’ (Etxbarria, 2000), with a 
close link to shame. The form of guilt found in clinical practice has been most 
frequently suggested to resemble a combination of shame and guilt (Tangney, 
Wagner & Gramzow, 1992), with themes of both having violated personal standards, 
in addition of fearing that this violation will be revealed to others.
Angela’s experiences were formulated using the Rational Emotive Therapy 
Framework (1962) which suggests that individuals can be supported to move away 
from absolutist and irrational thinking, and accept that whilst they have done 
something wrong, they can see this as a mistake, and a temporary error. Angela 
appeared to have thoughts relating to the idea that she must not have a moral flaw, 
whilst also feeling that she should be approved of by all those she knew.
Intervention
Klass (1988) suggests that a core focus of the rational emotive approach to guilt is to 
move towards a sense of ‘remorse’. Assessment and intervention took place over 
the course of 16 sessions. In initial sessions our focus was on the development of a
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clear insight into Angela’s beliefs and the types of activating events, which may give 
rise to these beliefs.
A core rational emotive approach is the use of debating questions, and efforts were 
made to work with Angela to use questions such as these to disrupt her irrational 
thinking, with an emphasis that alternative, rational thoughts, might suggest that it 
would be desirable if Angela could do something rather then imperative. Work also 
focused on responding to the beliefs that Angela derived from her rules in her 
thinking, for example that she was ‘awful’ for having contradicted her thought that she 
‘must not have undertaken the actions that she did’. As the sessions progressed, 
Angela and I also worked using behavioural methods to ‘act’ against her tendencies 
to try and meet everybody’s demands on her time.
Outcome and Evaluation
Use of the Beck Depression Inventory -  II (Beck, Steer and Brown, 1996) indicated 
that Angela’s levels of self-reported depression moved from severe, to moderate and 
finally mild across the course of our work. Although Angela’s feedback indicated that 
our work had been helpful to her, she also explained that it had started a process of 
thinking for her about other events in her life. She was subsequently referred to the 
trust psychotherapy service with her agreement.
Reformulation of Angela’s difficulties included the addition of attribution theory 
(Abramson, Seligman & Teasdale, 1978). Specifically it was suggested that Angela 
may have a tendency to attribute the outcome of events to internal, stable and global 
causes, and therefore within herself, may have made her more prone to damming 
and depressive thinking.
In reflecting on this work, I felt that it was also the case that the impact of shame on 
Angela’s presentation had been underestimate, specifically the impact of shame on 
the therapeutic relationship. Nonetheless, it also seemed that case that these 
sessions also involved moments addressing Angela’s emotional reactions to her life 
experiences over a much greater period of time.
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Neuropsychological Assessment of a 74-year old female with memory 
complaints and significant alcohol use
Presenting Problem
Grace was a 74-year-old female, who had been experiencing difficulties in
relation to her memory, particularly when called upon to contend with a number of 
demands on her attention. Grace's daughter had found that daily problems could 
present a number of difficulties to her mother and that she would require a great deal 
of reassurance. Grace herself described how she felt that her confidence had been 
knocked by these difficulties, and how she could often become anxious.
Relevant Personal/Medical History
Grace felt that her difficulties had begun when she had sustained a blow to the head 
whilst stepping into a taxi about 2 years previously. Results of a computerised 
topography scan did not reveal a specific area of damage. Grace had a history of 
high blood pressure and hypertension. 5 months prior to the assessment Grace had 
indications of abnormal liver function, which was felt to be related to her alcohol 
intake, which at the time of assessment was approximately 37 units a week. An 
assessment of Grace using the Mini Mental State Examination Screening Tool 
indicated a score of 26 out of 30 points, with a difficulty in recalling three words over 
an interval and an inaccurate recall of the date.
Grace lived on her own, following the sudden death of her husband 7 years prior to 
the appointment. She has two daughters and four grandchildren. She had worked in 
her lifetime in a number of secretarial jobs, but had stopped work following the birth 
of her children.
Neuropsvcholoqical Assessment and results
A broad range of assessment tools were administered to Grace across the course of 
4 sessions, lasting approximately 1 to 1.5 hours. The Wechsler Adult Intelligence 
Scale (3^ *^  Edition) was administered in order to gain a broad picture of Grace’s 
cognitive functioning. Additional tests were administered as part of a structured test 
battery used by the service, which included the National Adult Reading Test, the 
Logical Memory subscale from the Wechsler Memory Scale (3'"^  Edition). The Trail 
Making Task, the Hopkins Verbal Learning Test, the Controlled Oral Word 
Association Test, the Rey Complex Figure Test, the Hayling Test, and the Doors and 
People Recognition Task. The Hospital Anxiety and Depression Scale were also 
administered as a screening tool.
Grace indicated on a number of occasions her anxiety, and frustration. She would 
frequently give up tasks quite quickly, and spoke frequently of her concern that she 
was not answering the questions very well. The Hospital Anxiety and Depression 
Scale score for both subscales were in both in the sub-clinical range.
Grace’s full-scale IQ score of 87 was 1.5 standard deviations lower than that 
predicted by her NART reading ability and in the wider average range. Her working 
memory index score was in the average range. However, Grace’s immediate and 
short-term memory for story information (logical memory), verbal recall and 
recognition of lists and visual recognition (doors and people) were significantly
131
OLDER PEOPLE CASE REPORT SUMMARY
impaired. Grace showed considerable difficulties in task initiation and response 
suppression on the Hayling Task.
Interpretation
A key discrimination necessary when considering Grace’s presentation was that 
distinction between the assessment profiles for Alzheimer’s disease and vascular 
dementia. Grace’s preserved working memory function was more suggestive of 
profiles of Alzheimer’s disease when considered in the context of her impaired recall 
and recognition scores on a number of tasks. Grace’s semantic fluency was also 
impaired, compared to a relative preservation of her letter fluency, also more 
consistent with a profile for Alzheimer’s disease.
Grace’s performance in tasks said to access central executive function (for example 
the trail-making task and the Hayling task) was more variable. Although there is a 
degree of overlap between vascular dementia and Alzheimer’s disease presentations 
in relation to executive functioning, Grace’s presentation was felt to lack the 
generalised executive difficulties said to characterise vascular dementia.
Although Grace’s presentation was felt to most closely resemble performances 
similar to those found in individuals with dementia of the Alzheimer’s type, there was 
felt to be a key concern about the influence of both Grace’s alcohol consumption and 
her high levels of anxiety on her performance. Although her performance was 
appeared not to be significantly similar to those of individuals with long-term alcohol 
used, Grace’s overall negativity, and slow and cautious performance on a number of 
tasks was felt to potentially be associated with broad anxiety and self-esteem 
difficulties. There is felt to exist a mutually influential relationship between memory 
and anxiety in the wider literature (Sinoff and Warner, 2003).
Outcome and Evaluation
It was felt that the multiple potential causes for Grace’s performance made a clear 
conclusion inappropriate at the time of assessment. As a consequence it was 
suggested that a first step to support Grace might be to seek ways of supporting her 
with her anxiety and confidence difficulties. It was felt that this could therefore 
provide the basis for a later assessment after an appropriate interval.
In reviewing the assessment process, it was felt that the tasks used, particularly the 
Logical Memory task, were consistent with current perspectives on assessment of 
dementia (e.g. Graham et al, 2004). The difficulties for Grace in overcoming her 
anxiety during assessment were however a key consideration, despite attempts to 
select tests, which have, been objectively suggested to be less anxiety provoking 
(e.g. Doors and People Task). In reflecting on the assessment, I felt that Grace’s 
anxiety impacted on my own performance, and perhaps allowed Grace more 
conversation during tasks than was recommended by the test manual in order to 
support her confidence in continuing the tasks.
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Title - Perceptions and Preferences of General Practitioners when Referring To 
Psychological Services in a Community Mental Health Team.
Objective -  Access the views of locai general practitioners in relation to direct referral 
to clinical psychology.
Design - Retrospective case audit combined with a cross sectional survey of G P’s 
using a brief self-report questionnaire.
Setting - Muiti-discipiinary community mental health team considering the 
implementation of indirect or ‘centrai’ aliocation of referrals.
Participants - Seven primary care practices were targeted, encompassing a totai of 
22 general practitioners.
Main Outcome Measures -  6 month retrospective audit of ref errai letters addressed 
directly to a consultant clinical psychologist. Brief seif-report questionnaire requested 
participants to rate the extent to which direct referrals to clinical psychology and other 
professionals were important and for which referral types.
Results -  Descriptive and exploratory inferential statistics are reported. 54% of local 
general practitioners responded to the questionnaire. The ability to refer directly to 
clinical psychology was felt to be ‘important’, but not significantly different than to 
other professionals (P<0.05). Respondents would most like to refer patients directly 
to clinical psychology for anxiety or problems with obsessive compulsive disorder. 
Referral letters Indicated that anxiety problems were the most frequent referral, with 
44.7% of all referrals requesting cognitive behaviour therapy.
Conclusions -  GPs feel it to be ‘important’ to be able to refer directly to clinical 
psychology, specifically for cognitive behaviour therapy. This CMHT may need to 
consider some degree of flexibility in referral allocation for clinical psychology as a 
centralised allocation pathway develops.
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The National Service Framework for Mental Health Executive Summary (Department 
of Health 1999) identifies a number of standards for the development of services in 
England and Wales. It addresses aspects of services in primary care, suggesting the 
need to support the coordination of referrals to ‘psychological therapies’.
The current study aimed to address the views of significant members of the primary 
care population, general practitioners (GPs) in relation to the value they place on 
referrals tp clinical psychologists in adult mental health services. This research was 
carried out in the context of a multi-disciplinary community mental health team 
(CMHT). Professionals include social workers, nurses, an occupational therapist and 
psychiatrists, with input of 0.8 whole time equivalent from a consultant clinical 
psychologist who had worked in the service for 10 years. The present study took 
place as the service was considering the implementation of a change in referral 
systems, aimed at developing a central allocation system of referrals for all 
professionals in the service.
Double (1999) found that in a small UK sample of GP’s, 96% were willing to allow 
specialist mental health services to allocate clients to appropriate professionals. 
However, this sample also indicated a significantly greater preference for making 
referral to psychiatrists and clinical psychologists than other professionals.
Consistent with Double’s findings, the CMHT clinical psychologist received direct 
referrals from GPs for a number of cases, a proportion of which would not be taken 
up by the clinical psychologist. This would subsequently lead to delays in allocation 
as directly addressed referrals had to be redirected through the weekly allocation if 
inappropriate. It was therefore felt by the team that an initial screening and 
discussion process for all referrals may be advantageous.
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The interaction between general practitioners and adult mental health services has 
been addressed by a number of previous studies. A sample of general practitioners 
reported that 27.6% of consultations involved patients reporting psychological 
problems, with 19% requiring additional input but only a small number referred to 
specialist services (Eastman & McPherson 1982). Such trends, along with the 
finding that many individuals will first seek help for psychological problems from GP’s 
(Corney 1990), support the observation by Pryor & Knowles (2001) that ‘GPs are a 
special community group of particular interest to psychologists’ (p227).
- Referrals to Clinical Psychology services by General Practitioners
Ross and Hardy (1999) identify six potential influences in GP referral decisions 
including ‘the criteria of acceptance by specialist services’, and suggest that GP’s 
may frequently be unaware of service referral criteria, leading to a wide scope of 
referrals. However, a generic referral pathway, such as that considered by the 
service in the present study may offer an alternative solution to providing professional 
specific criteria. Nonetheless, a question still remains of the acceptability to GP’s of 
centralised referrals to services.
In examining more closely referral trends in the relationship between primary care 
and clinical psychology. Burton and Ramsden (1994) reviewed referral preferences 
for a ‘direct access psychology service’, in contrast to outpatient psychiatry, 
community nursing and in house counselling services. A questionnaire requested 
GPs to indicate the likelihood of referring particular patient difficulties to different 
professionals. Clinical psychology services were consistently referred cases involving 
‘anger and aggression management’, and a considerable majority (78%) of ‘anxiety
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disorders’. Scope therefore exists in the present study to provide a local picture of
the needs which general practitioners feel to be appropriate to the work of
psychology compare to other professional groups. ^
A recent study by Cape and Parham (2001) gathered audit information about the 
‘case mix’ of clinical psychology. Retrospective data was gathered from a group of 
‘practice counsellors’ and clinical psychologists who rated GP referral letters on 
‘content’, ‘severity’, ‘chronicity’ and ‘complexity’ of cases. Notably this study did not 
directly access GP opinions, and relied to some extent on subjective clinician ratings 
of some elements of a referral (e.g. severity). Psychologists received significantly 
higher number referrals for anxiety disorders, specifically panic, simple phobias and 
obsessive compulsive disorder.
Pryor and Knowles (2001) studied the characteristics of general practitioners in
Australia who referred most frequently to psychologists. In reflecting on the 10 year
history of the consultant psychologist in the present study, it is significant that a key 
influence on referral behaviour was ‘knowing a psychologist they had confidence in’. 
This suggests a potential role for personal familiarity in making referral decisions. It 
may also be possible, as Hughes, Midence and Jackson (1996) suggest, that general 
practitioners commonly request referral to clinical psychologists not through 
familiarity with an individual psychologist, but through greater familiarity with the role 
of a psychologist. Although studying a shared referral system similar to that 
presently under consideration, the latter study found that some requests were made 
directly to professional groups, most commonly clinical psychology.
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In considering the changes in referral pathways proposed by the CMHT under study, 
and against the background of the work outlined above, the present study therefore 
attempted to consider;
- Whether general practitioners value the opportunity to refer directiv to a 
clinical psychologist.
- The types of difficulties general practitioners feel they would refer directly to a 
clinical psychologist.
- The types of difficulties actually referred directly to clinical psychology.
- The factors which influenced decision to refer directly to clinical psychology.
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Method
- Design
Retrospective case audit combined with a cross sectional survey of GP’s using a 
brief self-report questionnaire.
- Participants
Seven practices were targeted in the present study, encompassing a total of 22 
general practitioners. One practice directly declined to participate in the study. A 
total of 18 questionnaires were distributed.
- Measures
A brief two sided questionnaire was developed (see Appendix 2). As part of the 
validation process of the questionnaire, a senior nurse in the CMHT was asked to 
review the face validity of the items. GP’s were asked to estimate the number of 
referrals they had made to the CMHT in the previous 3 month period, as well as the 
number referred directiv to clinical psychology. GP’s were then requested to indicate 
to whom they would be most likely to refer specific cases (e.g. anxiety), using a 
response format utilised by Burton and Ramsden (1994). In addition, GP’s indicated 
factors which might influence a decision to refer to a clinical psychologist. The 
response format and content incorporated items designed by Clarke (unpublished 
study 2001), with items including the term ‘client’ changed to include ‘patient’, as well 
as a reworded item regarding the influence of person/psychologist ‘fit’.
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5-point Likert-type scales {not at all important to very important) requested GPs to 
rate the importance of referring directly to clinical psychologists and other members 
of the community team. Practitioners were also asked to express in more detail why 
they had made such a rating in each case.
- Audit Procedure
A survey was made of all referral letters addressed directly to the consultant clinical 
psychologist from general practitioners in a 6 month period and logged in the service 
referral book. Data included the practice from whom the referral was received, age 
and gender of the referred client, the index difficulty for which the client had been 
referred and the requested response from the psychologist. The decision of index 
difficulty was made on the basis of the key words and descriptions in the GP’s 
correspondence.
- Questionnaire Procedure
Letters were distributed to practice managers in the 5 main practices in the local area 
(see appendix 4). These letters asked practice managers to discuss with their 
practitioners completing a short questionnaire concerning their views of psychology. 
This action was taken following the recommendation of McAvoy & Kaner (1996) to 
establish ‘personal contact’ between researcher and GP. Subsequently, phone 
contact was made with each surgery, and a request made to attend a practice 
meeting. Where practices involved two or less practitioners, questionnaires were 
sent out individually addressed to each practitioner.
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Difficulties in accessing general practice meetings in the time allotted for data 
collection led to only one practice meeting being visited. The remaining 
questionnaires were distributed by post. A covering letter was sent, in addition to a 
stamped address envelope to facilitate the return of each questionnaire. Although a 
second version of the questionnaire (see Appendix 3) was developed which 
contained minor alterations, low response rates led to data being drawn from items 
shared by both versions.
Follow up phone contact was made with practice managers after a period of 3 weeks 
to request remaining questionnaires be completed.
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Results
Audit
□ T o ta l Frequency
I Mean Frequency per 
practitioner
Practice A Practice B Practice C Practice D Practice E Practice F
Figure 1 -  Frequency of referrals to clinical psychologist by practice
□  Frequency
15-19 20-24 25-29 30-34 35-39 40-44 45-49 50-54 55-59
Age Intervals
Figure 2 -  Distribution of referrals to clinical psychologist by age band
Approximately 220 cases were logged in the referrals system for the whole clinic 
during the audit period. 38 referrals were made by general practitioners addressed 
directly to clinical psychology. 68.4% of referrals were for female patients. Table 1 
indicates the frequency of direct referrals for specific mental health issues.
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Referred Difficulty Frequency of Referral Percentage of all referrals
Anxiety 16 42.1
Depression 7 18.4
Chronic Fatigue 3 7.9
Stress 3 7.9
Neuropsychological 2 5.3
Not Specified 2 5.3
Anger 1 2.6
Incontinence 1 2.6
Self-esteem 1 2.6
Eating Disorders 1 2.6
Substance Misuse 1 2.6
Table 1 -  Reason for referral indicated in letters from general practitioners sent directly to clinical
psychology services.
Figure 3 indicates the outcomes of the cases referred directly to clinical psychology 
in the audit period. An appropriate referral was considered an assessment carried 
out either by a consultant clinical psychologist or trainee clinical psychologist, 
followed by intervention or discharge.
0) 10
Assessment and 
Intervention by CP
Assessment and Assessment by other Unknown outcome 
Discharge by CP professional
Figure 3- Outcome of direct referral letters sent directly to clinical psychology services.
The explicit intervention requested in 17 of 38 cases was for ‘cognitive behaviour 
therapy’(CBT).
Questionnaire Data
12 (66.6%) responses were returned, accounting for 54.5% of the general 
practitioners accessing the CMHT. Responses were received from Practices A, C 
and D only. 6 (58.3%) practitioners indicated that they referred approximately 64- 
patients to Community Mental Health Team services in the past 3 months. 4 (33.3%)
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practitioners indicated that they had made no referrals directly to clinical psychology. 
Non-parametric analysis using Spearman’s rho indicated a significant correlation 
between the number of referrals made to general adult mental health services and 
the number of referrals made to clinical psychology (r(12) = 0.755, p<0.05), 1-tailed 
test). It should be noted that, due to sample size, the statistical power of this analysis 
is limited.
Referral Preferences
General practitioners preferences for direct referral to psychological services and to 
other professionals were found to be similar, with mean ratings of 4.33 and 4.25 
respectively. This difference was non-significant using the Wilcoxon signed-rank test 
(z (12) = -.378, p>0.05, 2-tailed test), but corresponded to a rating of ‘4’ of ‘important’ 
for both professional groups. Table 2 indicates the specific client difficulties 
respondents anticipated they would be most likely to directly request clinical 
psychology input only.
Referral Issue Number of referrals 
anticipated to 
psychology only
Percentage 
proportion of 
whole sample 
(including missing 
yariables).
Anxiety 7 58.3
OCD 7 58.3
Habit Disorders 6 50.0
Childhood abuse 5 41.7
Sexual Problems 4 33.3
Anger/Aggression 4 33.3
Psychosomatic Problems 3 25
Eating Disorders 2 16.7
Adjustment to illness 2 16.7
Personality disorders 2 16.7
Stress 1 8.3
Psychotic Problems 0 0
Major Depression 0 0
Reactive Depression 0 0
Bereavement Reactions 0 0
Marital Problems 0 0
Relationship Problems 0 0
Table 2 -  Proportion of all general practitioners who indicated a preference for direct referral to a clinical
psychologist for specific problems.
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GPs were asked to consider the factors which influenced their decision to refer 
directly to a clinical psychologist. The responses are outlined in table 3, and are 
arranged in order of size relating to proportion of practitioners who considered that 
they would consider it as part of their decision making process.
Potential Influence (Percentage In 
Backets)
Yes (%) No(%) Don’t know(%) Mlssing(%)
Motivation of the patient 11 (91.7) 0 1 (8.3) 0
Request of the patient 10 (83.3) 1 (8.3) 1 (8.3) 0
Insight of the patient 9(75) 0 3 (25 ) 0
Previous treatment attempts 8 (66.7) 2(16 .7 ) 2 (16.7) 0
Perceived fit between patient and 
psychologist
8 (66.7) 0 4 (33.3) 0
Age of patient 3(25) 6 (50) 2 (16.7) 1 # J )
Gender of Patient 1 (8.3) 10(83.3) 1 (8.3) 0
Table 3 -  Impact of patient variables on general practitioner decision making.
Comments made by respondents in response to open ended questions will be 
commented on in the course of the discussion section, and can also be found in 
Appendix 1.
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Discussion
Referral letters sent directly to clinical psychology indicate that GPs most frequently 
referred anxiety problems. Over 50% of referrals came from a specific practice. 
Direct access to clinical psychology was rated as ‘important’ by those GPs who 
participated, consistent with the findings of Double (1999). Those participants who 
provided additional comments outlined a number of reasons for this desired 
accessibility, including the waiting list for psychiatrists, the inappropriateness of 
medication, the need to reduce ‘cross-referrals’, and the desire to refer mainly for 
CBT.
In contrast to the findings of Double, practitioners also endorsed the importance of 
being able to refer directly to other health professionals. Nonetheless, Comments of 
one practitioner indicated that they as a practitioner were unaware of the identities of 
professionals working at the clinic. Although the perception of the term ‘direct 
referral’ possibly varied amongst respondents, the comments of practitioners suggest 
this term was generally perceived as intended.
Both Burton & Ramsden (1994) and Cape & Parham (2001) identify the types of 
referrals GPs most frequently associated with clinical psychologists. Both found 
anxiety disorders to be key reasons for referral, which has been replicated in the 
present study. However, in contrast to Cape and Parham who found depression to 
be the largest component of a clinical psychologist’s case load (26.9%), general 
practitioners in the present study did not endorse depression as a referral they would 
make directly to a clinical psychologist. It is also noticeable that a number of referral 
letters (18.6%) requested support relating to depression. The reason for this
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disparity is unclear, possibly due to the classification of referral letters, or ambiguity in 
the options presented to general practitioners as types of referrals. It may therefore 
have been more consistent to present respondents with the category of ‘mood 
disorder’ and request them to specify how they would distinguish sub-types and 
referral pathways.
Comments by a GP who completed the questionnaire indicated that a key reason for 
direct referral was for cognitive behaviour therapy, and 44.7% of referral letters 
surveyed requested this intervention. Such evidence is consistent with observations 
of Cape and Parham who note that CBT is recommended broadly for anxiety 
disorders in national guidelines. However, it is not clear as to whether GP’s in the 
present study referred due to this wider evidence base, or due to knowledge that this 
model was employed by the psychologist.
Corney (1999) surveyed mental health professionals working in primary care and 
although it was found that 100% of psychologists used ‘cognitive therapy’, 84% of 
community psychiatric nurses also used this model. If the preference exhibited for 
CBT in the present sample is derived from an explicit recognition of the suitability of 
cognitive therapy, then it may be that general practitioners would be amenable to 
referring to other professionals who could provide this intervention. The ‘therapeutic 
overlap’ observed by Corney between professionals could therefore be used more 
effectively. Future research in this sample should therefore focus on general 
practitioner’s reasons for referring for specific applications.
In considering factors said to influence referral choice, 66.7 percent of GP’s endorsed 
the ‘perceived fit between patient and psychologist’. This item was included in 
respnse to the 10 year history of the specific clinical psychologist in this area.
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Generalization of the results may therefore be limited if ‘Direct referrals’ are made on 
the basis of an understanding of psychology specific to this service.
Strengths and limitations
A subjective strength of present study has been its attempt to develop a service 
picture using both retrospective audit data and self-report data from general 
practitioners. Previous studies have frequently employed these approaches 
singularly. The present study has also attempted to take into account the potential 
variables that may influence general practitioners participating in research. However, 
while it was initially planned to visit practices personally in order to increase response 
rates, this proved difficult within the time limitations of the study.
it is possible that general practitioners who did return the questionnaire by post were 
therefore particularly positive towards psychology. However, in examining the mean 
number of referral letters per practitioner as an indicator of orientation towards 
psychology, with the exception of practice A, both of the remaining practices 
displayed mean scores consistent with those practices who did not respond. 
Nonetheless, attempts to access the views of other practitioners in the area should 
be seen as a future priority.
An additional weakness may be found in instructions contained in the questionnaire, 
which may have complicated the responses of participants, specifically the erroneous 
inclusion of the response category ‘more than one’. Although this had the potential to 
limit the responses of GP’s, questionnaire responses indicated that GP’s chose to 
tick multiple boxes rather than this single option. Use of a structured interview may 
be preferable in the future.
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Although the present study did examined in a limited fashion the factors GPs 
considered as influential in their referral decisions, more explicit consideration of 
these variables are required. Pilgrim, Rogers, Clarke & Clark (1997) note that 
‘severity and ‘chronicity’ of problems and the local resource context’ (p 323) are 
frequently significant influences, and the value of investigating these influences in a 
future study using this sample should be prioritised.
Implications and conclusions
Burton and Ramsden (1994) hypothesised that requesting the views of general 
practitioners regarding referral behaviour could be a catalyst for change. During the 
course of the study, the CMHT clinical psychologist made the decision to move to a 
new post, and this, along with the questionnaire, may have prompted discussion by 
GPs of referral pathways. Although this event may therefore have artificially 
introduced a restriction in the ability to refer directly to a psychologist, this study 
therefore provides a benefit as an overview of referrals for new psychological 
professionals entering the service.
It is notable that general practitioners from separate practices indicated that they felt 
that they held an allocation role. For example one practitioner commented ‘we 
(GP’s) are the gatekeepers -  why do we need to go through another gate?’ when 
asked to consider a preference for direct referral to non-psychological professionals. 
Another respondent commented ‘as a GP (I) can assess that (a) patient may benefit 
from input from psychologist alone and may not need psychiatrists input’. This 
comment has additional significance when considering the number of cases referred 
directly and explicitly for cognitive behaviour therapy. Although there was found to
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be no significant difference in the importance between psychology and other 
professionals, the request for CBT and the past history of direct referral may make 
the ‘direct psychology’ pathway particularly resilient to change.
Feedback will provided to the service shortly. Changing access to professionals via 
an indirect ‘pooled system’ (Double 1999) may serve to reduce the confidence that 
GPs have in a service accommodating their views as ‘gatekeepers’. GP’s may 
persist in requesting specific clinical psychology input for specific cases, such as 
anxiety problems. A pooled system may also present pragmatic issues, since 
although GP referral letters to psychologists tend to be more detailed (Creed, 
Gowrisubkur, Russell & Kincey 1990), the need for ‘generic letters’ may also 
introduce change.
The service studied at present may wish to adopt a ‘flexible approach’ similar to that 
of Double (1999) by providing scope to facilitate direct allocation to clinical 
psychology professionals. This can therefore provide the foundation of further 
negotiation between the service and primary care gatekeepers.
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APPENDIX 1 - Additional qualitative responses to questionnaire probes.
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Additional qualitative responses to questionnaire probes (comments are placed in 
boxes to indicate that practitioners were based in the same practice)
Importance of direct referral to clinical psychologist ______ ________________
‘Often inappropriate to refer to a psychiatrist -  many do not have psychiatric 
problems’
‘In certain situations -  defined by exact nature of patient’s problems, personality, 
insight, past history and often current treatment and medication -  seems 
inappropriate to have to see a psychiatrist before psychologist’
‘Excellent service, with wonderful support over the years, with brilliant results with a 
number of patients. How will we cope without (psychologist)- please replace soon’
‘Waiting list for psychiatrists’
‘no need inappropriate duality’.
‘As a GP can assess that patient may benefit from input from psychologist alone and 
may not need psychiatrists input -  saves time in referral and how long a patient sees 
the psychologist’.
7 would refer mainly for CBT or if I feel learned behaviour changes are possible’.
‘You can tell by present referrals and the type of problem I refer that I think that 
psychologists help a lot’.
7 am not really aware of who to send so tend to refer to psychiatrist initially. The 
patient is frequently referred to psychologist’.
‘Avoids unnecessary cross referrals’
Importance of direct referral to other team member (not psychology or 
psychiatry)___________________________ ___________________________ _____
‘A number of options should be available for appropriate referrals’
‘Insufficient knowledge of all personal available to make appropriate decision’
7 really don’t know any other team members and utilise them much less frequently’
‘we (GP’s) are the gatekeepers) -  why do we need to go through another gate?
‘shouldn’t waste people’s time and effort’
‘reduces filtering of referrals by CMHT if option of direct referral is possible ’
‘Usually speed of response but also CPN’s/social worker can help with everyday 
problems rather than just medication’
‘To save delays and to avoid time wasting’____________________________________
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APPENDIX 2 -  Questionnaire measure (version 1).
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(NAME) Psychological Services Questionnaire
We are interested in researching general practitioners views about a particular service 
provided by the Community Mental Health Team working in the (name) area, CLINICAL 
PSYCHOLOGY.
1) Approximately how many patients have you referred to (NAME) Community Mental 
Health Team in the past 3 months? (Please tick one box) -
0 0 0 1 0 2 0 3 0 4 0 6+
2) Of these patients, how many have you referred directly to a psychologist (please tick 
one box) -
0 0 1 0 2 0 3 0 4 0 6+
3) Please consider each of the following types of patients. Where would you be most 
likely to refer each person? (Please tick as many boxes as applicable)
Psychiatrist Clinical
Psychologist
Community
Psychiatric
Nurses
Practice
Counsellor
More
than
one
Psychotic Problems 
(e.g. Schizophrenia)
Major Depression
Reactive Depression
Bereavement Reactions
Stress/Lifestyle
problems
Eating disorders
Habit disorders
Marital problems
Sexual problems
Disclosed childhood 
abuse
Relationship problems
Anger/Aggression
Anxiety/panic
attacks/phobias
Obsessive Compulsive 
Disorders
Psychosomatic
Problems
Adjustment to chronic 
physical illness
Personality disorders
Other
4) Which of the following factors might influence your decision to refer a patient to the 
(NAME) Clinical Psychologist? {Please tick one of the boxes for each question)
a) Age of the patient? Yes .0 No 0 Don’t know 0
b) Gender of the patient? Yes 0 No 0 Don’t know Q
c) Motivation of the patient? Yes 0 A/0 0 Don’t know Q
d) Insight of the patient into his/her difficulties?
e) Explicit request of the patient to be seen by
Yes 0 A/0 0 Don’t know 0
a psychologist? Yes 0 No 0 Don’t know Q
f) Previous treatment attempts? Yes 0 No 0 Don’t know Q
h) Perceived fit between patient and psychologist? Yes 0 No 0 Don’t know Q
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I) Other characteristics of the patient? Yes Q NoQ Don’t know Q
If you have answered “yes” to any of the options in Question 4 please briefly explain
why this may be influential in your decision to refer directly to clinical psychology -
5) How important do you consider having the option to directly refer to a clinical 
psychologist? (please circle one number) -
Not at all 
important
Not very 
important
Neither
important or not 
important
Important Very important
1 2 3 4 5
Please briefly outline your reasons for the above answer in the space below-
6) How important do you consider having the option to directly refer to members of the 
Community Mental Health Team other than a consultant psychiatrist/consultant 
psychologist, e.g. community nurse, social worker, occupational therapist?
Not at all 
important
Not very 
important
Neither
important or not 
important
Important Very important
1 2 3 4 5
Please briefly outline your reasons for the above answer in the space below-
Thank you for completinp this questionnaire.
If you have any questions or queries, please do not hesitate in contacting:
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APPENDIX 3 -  Questionnaire measure (version 2).
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(NAME) Psychological Services Questionnaire
We are interested in researching general practitioners views about a particular service 
provided by the Community Mental Health Team working In the (NAME) area, CLINICAL 
PSYCHOLOGY.
1) Approximately how many patients have you referred to (NAME) Community Mental 
Health Team in the past 3 months? (Please tick one box) -
0 0 0 1 0 2 0 3 0 4 0 6+
2) Of these patients, how many have you referred directly to a clinical psychologist 
(please tick one box) -
0 0 1 0 2 0 3 0 4 0 6+
3) Please consider each of the following types of patients. Where would you be most 
likely to refer each person? (Please tick as many boxes as applicable)
Psychiatrist Clinical
Psychologist
Community
Psychiatric
Nurses
Practice 
Counsellor 
(if relevant)
More
than
one
Psychotic Problems 
(e.g. Schizophrenia)
Major Depression
Reactive Depression
Bereavement Reactions
Stress/Lifestyle
problems
Eating disorders
Habit disorders
Marital problems
Sexual problems
Disclosed childhood 
abuse
Relationship problems
Anger/Aggression
Anxiety/panic
attacks/phobias
Obsessive Compulsive 
Disorders
Psychosomatic
Problems
Adjustment to chronic 
physical illness
Personality disorders
Other
4) Which of the following factors might influence your decision to directly refer a 
patient to a clinical psychologist? {Please tick one of the boxes for each question)
A) Age of the patient? Yes 0 No 0 Don’t know e
B) Gender of the patient? Yes 0 Noe Don’t know e
C) Motivation of the patient? Yes 0 No 0 Don’t know e
D) Insight of the patient into his/her difficulties? Yes 0 No 0 Don’t know e
E) Explicit request of the patient to be seen by
a psychologist? Yes 0 No 0 Don’t know e
F) Previous treatment attempts? Yes 0 No 0 Don’t know Q
G) Perceived fit between patient and psychologist? Yes 0 No 0 Don’t know e
H) Number of professionals involved? Yes 0 No 0 Don’t know e
161
SERVICE RELATED RESEARCH PROJECT
I)
J)
K)
Severity of the patient’s difficulties? Yes 0 /Vo 0 Don’t know Q
Length of time patient has experienced difficulties? Yes 0 /Vo 0 Don’t know 
Risk factors (e.g. suicide, children at risk) Yes 0 /Vo 0 Don’t know
Is there any additional information that you would consider when contemplating a 
direct referral to a clinical psychologist? {Please specify In the space provided below)-
5) How important do you consider having the option to directly refer to a clinical 
psychologist operating in the community mental health team, (please circle one 
number)-
Not at all 
important
Not very 
important
Neither
important or not 
important
Important Very important
1 2 3 4 5
Please briefly outline your reasons for the above answer in the space below-
6) How important do you consider having the option to directly refer to named 
members of the Community Mental Health Team other than a consultant 
psychiatrist/consultant psychologist , e.g. community nurse, social worker, 
occupational therapist? (please circle one number) -
Not at all 
important
Not very 
important
Neither
important or not 
important
Important Very important
1 2 3 4 5
Please briefly outline your reasons for the above answer in the space below-
Thank you for completing this questionnaire.
If you have any questions or queries, please do not hesitate in contacting:
APPENDIX 4 -  Letter distributed to practice managers.
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Dear
I am presently on placement at (Name) Community Mental Health Resource Centre, 
as part of the University of Surrey Clinical Psychology Training Course. Dr (Name) 
(consultant clinical psychologist) is my placement supervisor.
Early in the new year, I hope to engage in a study which is intended to look the role 
of clinical, psychology in the area, and specifically to examine the perceptions of 
clinical psychology by general practitioners.
Information regarding the types of referrals which general practitioners would like to 
refer psychological services could then contribute to the picture used by the team to 
develop services in the area.
It is planned that this information would be gathered using a brief anonymous two- 
sided questionnaire.
I would very much like to include as many local practitioners as possible in this 
survey. In your capacity as practice manager I would be very grateful if you could 
pass the details on to the partners in the practice or practices for which you are 
responsible, in order for them to consider participation.
If members of the practice feel that they would like to participate, I would like to ask 
to attend a practice meeting in order to provide further information, and to distribute 
the questionnaire. This process would hopefully take no longer than 10 minutes.
Please do not hesitate in contacting me if you have any further questions about this 
project. I will contact the practices in the area again in the new year in order to 
arrange a follow-up visit if appropriate.
Yours sincerely.
(Name of Trainee)
Trainee Clinical Psychologist supervised by Dr (Name)
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APPENDIX 5 -  Letter distributed to general practitioners.
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«Name»
«Title»
«Address_1 »
«Address_2»
«Address_3»
«Address_4»
«Postcode»
Dear «Letter_Titie»
I am presently placed at (NAME) Community Mental Health Resource Centre, as part 
of the University of Surrey Clinical Psychology Training Course. (NAME) (consultant 
clinical psychologist) is my placement supervisor.
As part of my placement I am hoping to develop an overview of the types of 
decisions that general practitioners make when considering making a referral directly 
to a clinical psychologist.
Such information may then be able to contribute to the team's understanding of the 
types of clients referred to clinical psychologists, and the particular difficulties general 
practitioners would prefer to send directly to a clinical psychologist. Such information 
is very useful when considering the ways in which referral processes can be 
streamlined in the future.
This information is being gathered using a brief, anonymous, two page questionnaire, 
which I have enclosed. If you would like to participate in this study, I would be very 
grateful if you could complete this questionnaire and return it in the envelope 
provided. This process should only take a few minutes. As community practitioners, 
any views you are able to provide will be extremely valuable.
Because of the nature of my placement with the community mental health team, I 
would be grateful if any replies could be posted to me before 24‘  ^ February 2003. 
Please do not hesitate in contacting me if you have any further questions about this 
project. I can be contacted at (NAME) on Wednesdays, Thursdays and Fridays.
Thank you very much for your assistance in this research.
Yours sincerely.
(NAME of Trainee)
Trainee Clinical Psychologist supervised by (NAME)
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APPENDIX 6 -  Record of feedback to service.
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&
S U R R E Y
COUNTY COUNCIL 
Socio/ Services
Surrey Oaklands
NHS Trust
6 ' August 2003
Dorking Community M ental Health Team 
Clarendon House M ental Health Resource Centre
28 West Street 
Dorking 
Surrey 
RH4 IQJ
Tel: 01306 502400 
Fax:01306 502608
TO WHOM IT MAY CONCERN
M chotas White, Trainee Clinical Psychologist 
Department o f  Psychology, University o f  Surrey, Guildford, GU2 7XK
J write to confirm that the above-named trainee, who was based with us for six- 
months completed his researcit project. This was presented to the service on I 
June and was welcomed with appreciation.
yff.
Yours sincerely
Teresa Perez 
Team Co-ordinator 
Dorking CMHT
rNviLSTOR nc Piionu-;
Trust Headquarters Oaklands House Coulsdon Road Caterham Surrey CR3 5YA
Tel 01883 383838 Fax 01883 383522
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Title - Carer reported perceptions o f child vuinerabiiity and self-reported  
health self-efficacy In siblings o f children with chronic physical Illness.
Objective -  This study aimed to explore whether parental perceptions of child 
vulnerability were elevated in siblings of children with chronic illness, and to examine 
the effect of such beliefs on children’s own health self-efficacy and psychological 
adjustment.
Design -  Cross sectional questionnaire methodology.
Setting -  Two major hospitals in the United Kingdom with specialist paediatric 
services.
Participants -  35 parent/child pairs from families with children who experienced 
difficulties relating to cancer or cardiological problems.
Main Outcome Measures -Parents were asked to complete the child vulnerability 
scale (Forsyth, Horwitz, Leventhal, Burger & Leaf, 1996), and the Strengths and 
Difficulties Questionnaire (Parent Form -  Goodman, 1997). Siblings were asked to 
complete items from the School Health Self-Efficacy Scale (Froman & Owen, 1991).
Results -  Siblings were not more likely to be perceived as ‘vulnerable’ to a 
statistically significant ievel. No substantial relationship existed between parental 
vulnerability perceptions and children’s health self-efficacy beliefs. Self-efficacy was 
found to be significantly higher than the community sample. Both constructs were 
correlated with psychological outcomes. Sibling adjustment was found to be 
significantly different from that expected from community samples for emotional 
symptoms. Use of exploratory correlation suggested that self-e&icacy beliefs might 
to some extent moderate the relationship between vulnerability and emotional 
symptoms.
Conclusions -  While siblings of children with physical illness do experience 
difficuities, health self-efficacy is a valuable potential source of resilience for young 
people in the context of family illness.
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Introduction
1.1.1 - Overview
Fleitas (2000) suggests that paediatric illness within a family ‘fashions a complex web 
of intersecting threads that enfolds all of the children’ (p268). The author goes on to 
refer to the nursery rhyme ‘Jack and Jill', and the role of professionals in intervening 
to guard against the possibility that ‘when Jack falls down, through no fault of Jill’s, 
she may nonetheless tumble in the aftermath'{p268).
Relationships between siblings have many different qualities and represent a potent 
and lifelong relationship (Stoneman & Brody, 1993). However research addressing 
the impact of stressors such as child illness and disability has traditionally tended to 
focus only on the impact of the mother-child relationship (Stoneman & Brody, 1993).
A number of reviews (e.g. Sharpe & Rossiter, 2002) have suggested that siblings of 
children with chronic illness are at risk to varying degrees of adjustment difficulties. 
In this specific context of family stress, adjustment problems have become 
synonymous with siblings struggling to adapt to the stressor of a sibling’s illness 
(Murray, 2000) and refer to a broad range of difficulties, including depression, anger, 
guilt and increased levels of physical complaints and health difficulties (e.g. Eiser, 
1993). Scott and Scott (1998) view adjustment as the individual’s own contribution 
to their adaptation to specific situations. Scott and Scott’s emphasis on family, 
demographic and cultural influences on these adjustment ‘coping styles’ offers a 
more complex understanding of the process of adjustment.
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In considering the specific increase in physical symptoms, Eiser (1993) outlines 3 
potential causes of increased levels of health focus in ‘well’ brothers and sisters, who 
in this discussion and henceforth will be referred to as siblings. It is suggested that 
health related concerns in siblings may be related both to modelling of ‘illness’ 
behaviour, and to the use of physical health as a method of gaining parental 
attention. The final hypothesis proposed by Eiser is that siblings of those with 
chronic illness may themselves become high ‘monitors’ of their own health.
Mindful of the comments by Bluebond-Langer (1996) that sibling focused research 
has been insufficient because of the ‘notion of the disease or illness as an entity that 
has X, y, or z  effects’ (p9), it is proposed here to partly address a more complex, 
indirect pathway. This study will focus explicitly on the experiences of siblings who 
have brothers and sisters with a physical illness, but will address sibling specific 
health ‘self-efficacy’ beliefs (Bandura, 1977) as a potential important consideration 
when addressing the wider adjustment of siblings within the complex family system. 
Such a focus is motivated by thoughts that the ‘web of illness’ (Fleitas, 2000) could 
subtly impinge on the frameworks developed by children to cope with health issues, 
perhaps from a relatively early age (Bird & Podmore, 1990).
1.1.2 - Impact of child illness on siblings
Siblings who have brothers or sisters with chronic physical illness have been found to 
be at higher risk of internalising and externalising behaviour, self-esteem problems, 
shyness, anxiety and depression (Williams, 1997). Achenbach (1991) has previously 
drawn a distinction between externalising behaviour as including conduct difficulties
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and aggression, with internalising difficulties relating to issues such as anxiety, 
depression and social withdrawal.
In a more recent and comprehensive review of studies, Sharpe and Rossiter (2002) 
report the effect sizes from a series of fifty-one published samples. These authors 
clearly highlight the limitations of available studies, specifically the absence of 
attention to variables such as birth order, gender and measurement of parent 
functioning. Sharpe and Rossiter reported an overall impact of chronic illness on a 
well sibling to be in the ‘upper range’ of the small effect size criteria outlined by 
Cohen (1988). It was found that measures of internalising type symptoms tended to 
be associated with significantly larger effect sizes than for externalising behaviour. A 
key factor related to effect size was the extent to which day-to-day functioning was 
impacted upon by the physical condition, rather than whether the chronic illness was 
of a life-threatening nature, an issue also raised by Eiser (1993). These authors 
identify the potential consequences for parenting that may be associated with 
intensive daily treatment regimes, and its subsequent influence on siblings/parent 
relationships. Concluding their review, Sharpe and Rossiter emphasise the negative 
effect of chronic illness on siblings, with a need to focus on internalising difficulties.
Qualitative research has also addressed the needs of sibling cohorts. Stallard, 
Mastroyannopoulou, Lewis and Lenton (1997) carried out an interview and 
questionnaire based study of 52 siblings of children with a range of chronic health 
difficulties. Evidence of a higher rate of psychological difficulties compared to 
community samples was found. Furthermore, a trend towards higher levels of 
difficulty for siblings in communicating with adults about the illness is reported, 
particularly for the younger children in the sample. This contrasted with general 
perceptions by parents of the positive level of coping by their children. The authors
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suggest that these parental perceptions may emerge either as a result of perceived 
coping by siblings, or due to time and resource restrictions in families. The key 
implication appears to be that the communication and information needs of ‘healthy 
siblings’ may be overlooked in the context of family stresses.
A significant subgroup of research has been undertaken with the specific focus of 
children with siblings with cancer, with an early exploratory study by Bendor (1990) 
uncovering themes of ‘deprivation’, ‘displacement’, ‘injustice’ and ‘vulnerability’ in a 
group of 8 to 13 year olds, and ‘fear of death and vulnerability’ and ‘conflict about 
pursuing own needs’ in a group of 14 to 19 year olds. Murray (1999), in a broad 
review of the literature, has noted both negative and positive outcomes for siblings, 
although concludes that cancer experiences are clearly a risk factor for psychological 
difficulties in siblings. In an attempt to further extend the to frame of reference for 
sibling adjustment, Aldfer, Labay and Kazak (2003) highlight the specific impact that 
the trauma associated with child illness experiences may have for siblings, 
suggesting that a post traumatic stress model may represent a useful heuristic. In a 
sample of adolescent siblings some 5.3 years post treatment, almost a third reported 
moderate to severe post traumatic stress symptoms. Siblings reported significantly 
higher levels of intrusions and avoidance symptoms than a comparison control 
sample.
Comments by Aldfer et al. outline the lack of focus on long-term outcomes, and while 
this is consistent with the broad literature, recent work by Houtzager, Grootenhuis, 
Hoekstra-Weebers, Caron and Last (2003) has examined the impact of paediatric 
cancer on siblings over both short term and long-term periods. Initial adaptation of 
siblings indicated an immediate reduction in quality of life, which persisted at 6 
months post diagnosis (Houtzager et al, 2003). A subsequent follow up of this same
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sample of young people at 2 years post diagnosis (Houtzager, Grootenhuis, Caron 
and Last, 2004) indicated a persistence of quality of life difficulties for younger 
siblings (aged between 7 to 11), with persistent impact of emotional problems in an 
adolescent sub-group. Such comparisons were made in relation to the number of 
siblings falling above a cut-off compared to the norm for a comparison population. 
Almost a third of teenage siblings reported difficulties relating to depression, anxiety 
or social withdrawal. Significantly, Houtzager et al. (2004) also found impaired 
functioning in social, emotional and physical domains in the younger sibling sub­
sample, suggesting an additional issue of somatization.
In keeping with Sharpe and Rossiter’s observation of an increase in research in the 
past decade, a number of recent research studies have also contributed to a still 
somewhat limited literature. Their review included a study by Silver and Frohlinger- 
Graham (2000) who compared a group 34 of adolescent females between 13 to 19 
years of age with siblings who had a chronic illness with a control group. Despite the 
limitations of a single gender sample, a significant difference between the groups 
was found for measures including overall symptom severity and anxiety, indicated by 
a medium effect size in these comparisons. There was found to be no effect of birth 
order, although the gender of the ‘unwell’ sibling was found to be a significant 
moderating factor, the impact of illness being significant only for younger and older 
sisters of male siblings. It is however the case that outcome measures used in this 
study may be more consistent with a ‘maladjustment’ model (Glidden, 1993), in which 
researchers tend to neglect clear measurement of positive outcomes for samples.
A recent study by Taylor, Fuggle and Charman (2001) found that well siblings with 
siblings diagnosed with chronic physical disorder experienced a higher level of 
maternally reported emotional symptoms than the general population. This study
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focused on a sample of 62 well-sibling/mother dyads with a family context of serious 
illness including cancer, cystic fibrosis and congenital health problems. Participating 
children were between the ages of 8 to. 16. Both children and parents were asked to 
complete the ‘Sibling Perception Questionnaire’ (SPQ: Carpenter & Sahler, 1991). 
This questionnaire addressed a number of sibling illness related experiences, 
including fear of the condition. It was found to be the case that the maternal rating of 
sibling illness attitudes on the SPQ was more negative than that of the siblings 
themselves. In general the proportion of children in this study who were in the 
‘borderline’ or ‘abnormal’ range was larger, although not significantly so, than in the 
normative sample for the Strengths and Difficulties Questionnaire (Goodman, 1997). 
However, it was the case that the number of children who fell into the 
borderline/abnormal range for the emotional symptoms subscale was significantly 
different from the normative sample.
In contrast to the focus on adjustment problems, it is valuable to consider emerging 
research with a specific focus on factors which may increase coping in well siblings, 
from professional accounts of working practices (e.g. Thibodeau, 1988; Morison, 
Bromfield and Cameron, 2003) to more structured research studies. Labay and 
Walco (2004) report a study in which greater understanding of the sibling’s condition 
was a key predictor of sibling empathy levels. In turn, siblings with higher levels of 
empathy experienced fewer adjustment difficulties. In contrast children with warmer 
relationships with their siblings tended to experience significantly higher levels of 
externalising and total problem scores. This was perhaps an indication of the 
disruptive effect of illness and its associated anxiety in the context of a close sibling 
relationship.
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Barrera, Fleming and Khan (2004) report the benefits of higher emotional social 
support in siblings of children with paediatric cancer, echoing the findings of Stallard 
et al., (1997) in relation to communication enhancement. It is however the case that 
a recent review has identified a lack of research assessing the benefit of 
psychosocial interventions for siblings, for example psycho education, despite some 
descriptions of projects focusing on parents (Barlow & Elland, 2004). The possibility 
of identifying a specific target for intervention when working in clinical practice with 
siblings of children with chronic illness represents an underlying theme of the 
constructs addressed in this study.
In considering the scope of research in relation to siblings, caution should also be 
taken in considering the general trend towards cross sectional studies. Large-scale 
reviews (Sharpe and Rossiter, 2002) have also commented on a lack of attention to 
demographic variables. Cross-sectional work that has been carried out has 
demonstrated trends towards difficulties, which fall below the level of statistical 
significance (e.g. Taylor ef a/., 2001).
It is also the case that only the cross-sectional study by Taylor et al. has attempted to 
integrate multiple types of illness with child reported beliefs, and is one of the few 
recent studies to do so, compared the predominance of research examining the 
impact of cancer on siblings. There is a need to expand on these developments, and 
to attempt to address further the intervening child beliefs that may account for 
difference in illness experience. Findings by Van Gongen-Melman, G root, Hahlen 
and Verhulst (1995) suggest that siblings of cancer survivors had comparable 
adjustment levels to a community control sample. This may suggest the need for 
researchers to be cautious in specifying the exact influence of exposure to illness
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and treatment experiences that siblings may experience, in that some siblings may 
have become part of a ‘surviving’ group whilst others may still be on treatment.
1.1.3 - Impact of illness on wider family systems
In addition to the expanding availability of research addressing the equivocal impact 
of chronic illness on sibling adjustment, the wider family reaction to child illness has 
been the subject of a wide scope of theoretical and exploratory thinking. Similar to 
more recent commentaries (e.g. Grissom and Borkowski, 2002), Kazak Segal- 
Andrews & Johnson, (1995) emphasise the tendency towards regarding such 
families as becoming more pathological than ‘normal’ comparison families. In 
outlining a heuristic model of influences in families affected by child illness, Kazak et 
al., (1995) address the influence of ‘microsystems’ (including parents, siblings and 
extended family), whilst also incorporating concentric circles of influence found in 
peer relationships, schools and other professionals, workplaces and wider cultural 
values. Whilst the centre of this formulation is the ‘ill child’, the value of using this 
model to consider the impact of child illness on siblings is intuitive.
Earlier attempts to conceptualise the functioning of families coping with chronic 
illness have included references to family therapy, chiefly the notion of a 
‘psychosomatic’ family organisation (Minuchin et al., 1975) prompted by instability in 
the family system. This organisation is said to include elements of overprotection, 
ineffective conflict resolution, rigidity and enmeshment. This structure is proposed to 
foster a particular type of response in families, which may either exacerbate 
symptoms of an existing illness, or prompt the development of physical symptoms 
linked to emotion in the absence of an illness. Minuchin et al., (1975) suggest that in 
this context family members will also demonstrate high levels of concern for each
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other’s health. Wood (1993) later notes that despite the research limitations of this 
model, a systemic conceptualisation of the reciprocal relationships in families has a 
heuristic value, particularly when considering the impact of family behaviours on both 
the well being of a child with an illness, and other relatives.
While additional work family systems perspectives have been applied to family illness 
experiences, Wallender and Varni (1998) note that systemic research addressing the 
impact of chronic illness on the family generally and siblings in particular have been 
limited. Recently, Williams et a i, (2002) have also sought to provide a broader 
framework for the impact of child chronic illness by incorporating wider elements of 
the family system, thereby accounting for variations in family experiences of chronic 
illness. This study utilised a sample of 252 sibling-parent dyads, with family 
experiences of cancer, cystic fibrosis, diabetes or spina bifida. Increased knowledge 
by the sibling about the illness was significantly related to a more positive view of the 
impact of illness on the family and the siblings themselves. Self-esteem was also 
found to have an impact on the sibling’s perception of the illness, which in itself was 
impacted upon by the level of perceived support received by the child. The level of 
cohesion in the family was impacted upon by the maternal mood, with cohesion itself 
an influence on sibling behaviour, and attitude towards the illness. Complex linkages 
within a family may generate changes in a number of areas of a sibling’s life.
Countering a ‘pathological model’ (Kazak et al., 1995), Williams et al. (2002) address 
the potential for influences in family systems, which provide a more explicit protective 
influence for siblings. As noted, Barrera, Fleming and Khan (2004) have recently 
also investigated the potential for a systemic factor, social support, to be a buffer for 
siblings of children with cancer, and with a significant impact on sibling reported 
levels of depression and anxiety in this population.
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This study intends to further develop the theme of examining family beliefs and 
relationships in the context of child illness. An attempt will be made to combine this 
with further implications of findings noting specific physical health issues in siblings. 
For example, it has been observed that parents of children with chronic illness have 
reported an increase in physical ailments in their ‘well’ sibling (Thibodeau 1988). The 
following discussion will develop the proposal that the impact of sibling illness may be 
as a potential influence in health related development of siblings. Such development 
is acknowledged to be the subject of a broad range of systemic influences, amongst 
which parenting is critical (Ramchandani & McConachie, 2005). In relation to the 
above review, it is more specifically intended to consider whether such an influence 
may present itself in child health beliefs and functioning, such as increased physical 
health concerns
1.2.1 - Development of health beliefs in children
The development of health beliefs in children has been proposed to refer to two 
elements, both the child’s attitudes towards health and health related behaviour, and 
a more fundamental understanding of physical health (Tinsley, 2003). Eiser (1989) 
notes that beliefs that children develop about health have predominantly been 
conceptualised as evolving in a stage type approach, and with an associated 
influence of the child’s cognitive capacity to understand health concepts (Tinsley, 
2003). It is expected that children at certain stages may have limitations on 
understanding of illness concepts (Eiser, 1989). However, as has been previously 
noted. Bird and Podmore (1990) in their study of 5 to 9 year old children found that 
while older children were able to elaborate more strategies for responding to health
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needs, younger children still had some knowledge about management of their own 
health.
Eiser (1989) proposes that the process of health belief development represents a 
restructuring of concepts rather than a quantitative gathering of information. As 
Tinsley notes, this has subsequently prompted an evidence base examining 
individual differences in health beliefs, and in doing so has developed an implicit 
focus on the potential impact of cultural and contextual variables on health belief 
development.
A consideration within the domain of individual differences is the belief held by 
children about their risk of health problems (Prohaska & Clark, 1997). Research has 
been variable, and in general children and adolescents experience some difficulties 
in anticipating health based needs in the future (Prohaska & Clark, 1997). 
Nonetheless, Gochman and Saucier (1982) have previously noted a significant 
negative association between levels of child perceived health vulnerability, and belief 
in the level of ability to change health behaviours. In examining samples of children 
from 8 to 14 years of age, perceived vulnerability was found to increase across age 
groups, but then dropping after 14. Gochman and Saucier (1982) propose that high 
child perceived vulnerability, found to be more prevalent in older children in the 
sample, might relate to anxieties about lacking health control behaviours. As will be 
discussed, the present study will seek to examine the potential for parent reported 
vulnerability beliefs to impact on child adjustment and health cognitions.
It is intuitive that parents have a key role in developing ‘...connecf/ons between 
health practices, relevant body functions, and one’s personal state of health’ (p184 -  
Bird and Podmore, 1990). Lau, Quadrel and Hartman (1990), based on a
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longitudinal sample of college students, suggest that there remains persistence of 
parental health influence unless young people are exposed to other strong socialising 
influences (e.g. peers) at critical vulnerable periods, the first being adolescence.
Pratt (1973) outlines the potency of childrearing approaches in the development of 
health related behaviour in children. Autonomous parenting was found to be 
associated with competency and coping development, while over-control was found 
to be associated with conformity to adult models. The potency of the ‘family as a 
health socialisation unit’ (Tinsley, 2003) is therefore underscored, particularly in 
relation to the potential influence of experiential factors in addition to more explicit 
forms of training and supervision by parents. The potential influence of parents as a 
socialising agent for siblings in the context of family illness experience (Eiser, 1993) 
represents a critical consideration in the present study.
1.2.2 - Impact of parental Beliefs about child wellness
If it is the case that, as Eiser (1993) suggests, a shift occurs in the way in which 
young people respond to their health needs when faced with the context of a sibling 
illness, then the role of parenting appears critical. The observation by Horwitz and 
Kazak (1990) that mothers of children diagnosed with cancer tended to view their 
children as more alike offers some indication of the potential of sibling illness to 
intensify homogeneity in parenting responses. Horwitz and Kazak suggest that such 
beliefs may be adaptive, an attempt to minimise the impact of illness in the sibling 
partnership.
An early study by Mechanic (1964) reports statistically significant relationships 
between maternal attentiveness to health symptoms, and health related responses in
182
MAJOR RESEARCH PROJECT INTRODUCTION
children., The latter finding is consistent with that of Gulhati and Minty (1998) who 
have previously focused on a population of 40 mothers whose children had been 
referred to a paediatric neurology service as a result of headaches. Compared to a 
group of children referred with confirmed cortical pathology, parents in the former 
group were found to have greater personal illness experience, and found to have 
higher levels of family illness. The key implication of this study appears to be the 
impact of family illness experiences on parental beliefs about their child’s well being, 
and the potential implications for reported child physical illness.
It has been suggested that increased somatization behaviour in children may be 
linked to a number of factors, including increased psychological distress in families 
(Minuchin et al., 1975). Enhanced focusing by a child on health issues, prompted by 
the presence of 'an excess of parents and relatives with physical health problems’ 
(pi 23 -  Garralda, 2000) is also said to be significant. ‘Family aggregation’ or 
enhancement of somaticizing symptoms (Garralda, 2000) is felt to result from 
multiple influences, amongst which are the modelling influences of parental figures. 
In keeping with the suggestion of familial impact on physical adjustment difficulties, 
Garralda notes the potential for somatic symptoms in parents to impact on personal 
health related beliefs and the overemphasising of physical symptoms in children. 
That children may become anxious in response to the health beliefs of caregivers is a 
critical feature of this study.
1.2.3 -  Th e ‘Vulnerable Child Syndrome’
In considering the early work of Green and Solnit (1964) who identified the potential 
impact of an increased concern by parents of their child’s vulnerability to illness, 
Thomasgard and Metz (1995) have outlined a specific model aimed at providing a
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detailed conceptualisation of the process found in ‘vulnerable child syndrome’, a 
source of the aforementioned ‘health focus’ for caregivers. They propose that central 
to the model is parental separation fears, which becomes linked to a greater 
proneness to entering a ‘health vigilant’ position. This may also lead to a particular 
bias in the interpretation of general health events.
It is suggested that such beliefs may then lead to either a tendency for a child to be 
more dependent on the parent, or to exhibit greater levels of defiance. Levy (1980) 
earlier examined the impact of parent perceptions and medical care utilisation. Of a 
sample of 750 parents, 27% reported a sense of their child being ‘vulnerable’, with 
40% of these reports being made for children who were objectively assessed as 
having no medical basis for such increased perceptions of vulnerability. Vulnerable 
children were significantly more often taken to medical centres, with a greater 
proportion of total visits to the emergency medical services.
A more recent study by Thomasgard and Metz (1996) has found that children 
perceived as being more vulnerable had lower levels of social confidence, with boys 
showing higher levels of somaticizing difficulties in particular. This study used a two 
year follow-up design to examine the impact of both vulnerability and overprotection 
perceptions by parents on child adjustment in a sample of 4 to 7 year olds. 
Thomasgard and Metz speculate that a child who is initially perceived as vulnerable 
may lead a parent to report increased levels of overprotection. It is suggested that 
there is a clinical goal for professionals to '...help such parents develop more 
consistent and effective behavioural strategies to use with children that promote age- 
appropriate autonomy’ {p227). Anthony, Karen and Schanberg (2003) have recently 
examined the extent to which the school and social adjustment of children who have 
a chronic illness is predicted by parents’ self reported beliefs of child vulnerability.
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The finding that children perceived as more vulnerable were more likely to respond 
with generalised social anxiety, may be implicated as a broader factor functioning in 
families coping with chronic illness.
A complicating issue raised by Thomasgard and Metz (1997) is the link between 
vulnerability and another construct, parental overprotection. Overprotection is said to 
refer to behaviours exceeding the culturally expected level (Thomasgard, 1998). In a 
sample of 31 parents of 5 to 10 year olds, it was found that in only 35% of the sample 
were children rated as vulnerable and also categorised as overprotected. However, 
there is clearly some shared variance between vulnerability perceptions, which are 
linked to ‘infantilising’ and ‘overindulgent’ parenting styles (Thomasgard and Metz, 
1995), and more overt overprotection. It is interesting to note that when vulnerability 
was treated as a dichotomous variable, these authors conclude that previous medical 
conditions were not related to predicting a higher level of vulnerability. These 
findings were suggested to have been due to older children being more able to 
express physical discomfort. Nonetheless analysis of the predictors of vulnerability 
when the latter was classified as a continuous variable, found that parents of children 
with a medical condition, or children with a previous medical condition were 
significantly more likely to view their child as vulnerable.
It was proposed here to investigate whether a context of parent/caregiver stress 
exists in families of children with chronic illness that might realistically generalise the 
impact of chronic illness to health perceptions of ‘well-siblings’. Such a focus is 
further supported by Mullins et al., (2004)’s study of perceived child vulnerability by 
parents of children aged between 8 to 12 years with type-1 diabetes. In this 
instance, child vulnerability was found to be associated with child reported 
depression, a relationship moderated by parental stress levels. Anthony et al..
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(2003) have previously raised questions relating to the potential construct intervening 
in the pathway between vulnerability perceptions and child adjustment. Given these 
findings, the possibility of exploring additional intervening constructs appears to be a 
valid focus of further research.
1.2.4 -  Rationale for exploring the relationship between parental vulnerability 
and outcomes for siblings
Few studies have directly addressed the sibling focused health perceptions of 
parents coping with child illness. Zeltzer et al. (1996) studied sibling’s aged 5 to 18 
who had a brother or sister with a diagnosis of cancer. Measures completed by 
parents and children related to child health, healthcare use and reports of 
somatization. The parental report of child health included items regarding parental 
perceptions of whether children are less healthy than other children. Siblings of 
children with cancer, compared to community controls were rated as being less 
healthy, with siblings themselves found to be between non-clinical and clinical norms 
for a standardised measure of somatization. Zeltzer et al. report that parents 
however tended to underrate the total of somatic symptoms found in their children, 
despite recognition of health problems being reported by siblings. It was 
hypothesised that this disparity may be due to the fact that these parents may 
however lack the resources to respond to these difficulties. Considering the present 
study, while the health status questions used by Zeltzer et al., address similar issues 
to health vulnerability, they used only a dichotomous scoring system. In contrast, the 
present study will attempt to employ a more explicit, continuous measure of child 
vulnerability.
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In continuing the theme of caregivers influencing child coping, there exists a broad 
range of additional research, a review of which provides a valuable additional context 
to key research questions. For example, Barrett, Rapee, Dadds and Ryan (1996) 
report a study in which a child’s tendency towards an avoidant coping style when 
confronted with an ambiguous imagined scenario (e.g. having a stomach ache) 
became reinforced by the style of discussion in a family group.
A recent study by Muris and Meesters (2004) found that in a sample of 190 children, 
somatization was linked both with ‘trait anxiety’ and ‘anxiety sensitivity’. However, 
there was also found to be a small but significant association between anxiety 
encouraging behaviours by parents and somatization scores. Dunn-Geier, McGrath, 
Rouke, Latter and D’Astous (1986) consider the possibility that health coping 
strategies may be discouraged in some families. In their sample of adolescents 
experiencing long term chronic pain, Dunn-Geier et a/., report that mothers of a ‘non­
coping’ subgroup were significantly more likely to discourage ‘coping behaviour’, 
influenced by higher levels of involvement by these mothers. The possibility that 
over-involvement could emerge as an adaptive response in families coping with child 
illness poses a potential pathway for familial physical illness to impact on ‘well-sibling’ 
adjustment as their own health self-concept develops (Kasak et al., 1995).
In the present study systemic factors within families experiencing health stresses will 
be examined for their impact on parent’s health vulnerability perceptions of siblings. 
Taking into account comments by Anthony et al. (2003) relating to the need to 
identify mediating constructs for such influences, this study, influenced by Grissom 
and Borkowski (2002), will attempt to focus on the impact of such influences on a 
specific child.belief, health self-efficacy.
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1.3.1 - Self Efficacy
Bandura (1997) states that ‘perceived self-efficacy is concerned not with the number 
of skills you have, but with what you believe you can do with what you have under a 
variety of circumstances’ (p37). Bandura (1986) has earlier clarified the role of self- 
efficacy further as a ‘generative capability’, and as a structure of beliefs intended to 
either foster or inhibit action. Bandura (1986) suggests that personal efficacy 
judgements relate specifically to the perception of an ability to attain a certain level of 
performance, distinguishing them from judgements of the outcome of carrying out 
such performance.
Efficacy judgements themselves are said to vary on the basis of ‘level’, ‘generality’ 
and ‘strength’ (Bandura, 1986). Level is said to refer to the complexity of a task, and 
generality is linked to the range of functions that the individual considers himself or 
herself able to undertake. Finally, and perhaps most significantly for the present 
study efficacy beliefs vary in the strength with which they are held. Bandura 
proposes that weak beliefs may be more affected by unsuccessful experiences, 
whereas those individuals with strong efficacy beliefs will be more resilient and 
persist despite adversity.
The process by which efficacy beliefs are developed is hypothesised to be the result 
of multiple influences (Bandura, 1977,1986,1997). Chiefly however, self-efficacy is 
the result of four main areas of information, specifically mastery experiences, 
vicarious experiences through interaction with other individuals, verbal persuasion, 
and finally the impact of the individuals’ own physiological and affective states.
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Bandura suggests that ‘enactive mastery experiences’ are amongst the key sources 
of efficacy information for individuals, specifically that ‘A resilient sense of efficacy 
requires experience in overcoming obstacles through persévérant effort’ (Bandura, 
1997 - p80). Vicarious exposure to efficacious performance is also felt to be an 
important, with beliefs being generated through the observation of ‘modelled 
attainments’ (Bandura, 1997), and the subsequent comparison of personal 
attainments in relation to these performances. Verbal persuasion is said to refer to 
the potential for feedback from significant others to impact on the development of 
personal efficacy beliefs. Although this process alone is felt to potentially lead to 
shorter-term levels of change, it is suggested that such persuasion may then impact 
on other motivational beliefs.
It is of particular importance that the influences on early life self-efficacy beliefs are 
considered. Bandura (1986) notes that during late childhood and adolescence; 
‘...children must gain self-knowledge of their capabilities in broad areas of 
■functioning’ (p415). Bandura also considers the potential for each period of 
development to be characterised by new tasks requiring coping efficacy. 
Adolescence in particular is seen to be the time at which an individual is required to 
develop autonomy for a full range of situations and challenges (Bandura, 1997).
Adolescence is therefore a time during which mastery experiences can be 
encouraged, but perhaps also due to the range of new mastery experiences may be 
a time during which beliefs are the most vulnerable to change (Bandura, 1997). 
Bandura notes that parents, as models and sources of information for children, can 
either promote or restrict the way in which children approach developmentally 
appropriate tasks. The self-efficacy formulation provides a wider developmental
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picture when focusing on critical pathways for family stress to impact on children with 
chronically ill siblings.
In reflecting on the previous discussion of transmission of coping styles, research by 
Hoeltje, Zubrick, Silburn and Garton (1996) has suggested an association between 
general self-efficacy in adolescents with a nurturing parenting style. This intuitively 
has broad implications for the interaction between family variables and self-efficacy, 
and both of these avenues of research seem to imply the potential for ‘transmission’ 
of coping, with the construct of self-efficacy a useful focus for further consideration.
Extending this discussion to consider self-efficacy in a family system exposed to child 
adversity, the aforementioned research Grissom and Borkowski (2002) provides a 
specific foundation for the present study. These authors studied 27 dyads of 
mothers/siblings who had a brother or sister with developmental physical/cognitive 
disabilities, administering a generalised measure of child reported self-efficacy. No 
significant difference was found between this group compared to a control sample, 
with a relationship between parental modelling of pro-social behaviour and self- 
efficacy ratings. Whilst the present study attempts to accommodate similar themes, it 
is the intention that a more specific measure of health self-efficacy will be used, 
prompted by commentaries addressing the benefits of specificity in measurement of 
the self-efficacy construct.
1.3.2 - Measurement of self-efficacy
Initial criticism of the self-efficacy construct has centred on the extent to which 
measured beliefs relate to behaviour. Biglan (1987) suggests that the association 
between belief and behaviour is the result of the verbal behaviour of stating a
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confidence in completing an activity, rather than the belief itself. The link between a 
statement and behaviour is thought to be the result of reinforcement through the 
behaviour, which occurred when the belief was previously stated. However, Altum 
and Reeb (1999) outline a research design in which self-efficacy cognitions were 
recorded privately. This included assessment of the effects of repeated self-efficacy 
measurement, and the potential impact of repeatedly stating a belief on the likelihood 
of the behaviour occurring. Repetition was not found to change the magnitude of 
association between self-efficacy rating and behavioural outcome. It appears 
therefore that at a basic level the action of completing a self-efficacy measure does 
not impact upon the relationship under scrutiny.
Berry and West (1993) make a distinction between task and domain specific 
measures of self-efficacy. More specifically these authors draw a distinction between 
specific measures of an individual’s efficacy for a single task, versus more 
multidimensional omnibus measures, a similar distinction to that made by Bandura 
(1989).
Nonetheless, self-efficacy measured specific to one domain is proposed to be likely 
to generalise to other areas, although Bandura (1986) emphasises that greater 
consistency of this association is likely to occur in situations which tend to have 
similar characteristics to the beliefs that have been measured. A later study by Smith 
(1989) has examined the extent to which mastery experiences can impact on both 
specific self-efficacy relating to test anxiety in addition to generalised self-efficacy. 
The outcome of this study, that coping skills training enhanced both specific and 
generalised efficacy beliefs supports further the idea of a complex interaction 
between levels of detail in measured beliefs.
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Williams, Kinney and Faibo (1989) report that self-efficacy beliefs could also explain 
the emergence of generalised therapeutic gain in trails of intervention for phobic 
participants. Specifically in Williams et a/’s study, a group of agoraphobic 
participants, who experienced difficulties in a range of situations, received 
intervention for only a subset of these difficulties. However, treatment gains were 
found to transfer between phobic conditions, with the predicting constant being the 
level of perceived efficacy reported by the participants. It was further emphasised 
that such ah occurrence did not appear to be attributable to shared features of the 
phobic situations alone. Miyake and Matsuda (2002) have further extended the 
interaction of specific and general forms of self-efficacy beliefs. In a sample of 
undergraduate students high generalised self-efficacy beliefs were found to moderate 
the impact of negative feedback on specific task self-efficacy.
Despite these debates, the prevailing position appears to be that in order to access 
beliefs which have the most predictive potential for task attainment, specific 
measures are preferable (Bandura, 1988). Later comments by Bandura (1997) 
suggest the potential for variability depending on what the researcher seeks to 
predict, although Bandura comments that ‘as a rule, undifferentiated, context-less 
measures of personal efficacy have a weak predictive value '(p49j.
1.3.3 - Self-efficacy vs. locus of control
Because of the broad scope of self-efficacy research, it is also valuable to 
considering the broader spectrum of ‘outcome-expectancy’ theories of behaviour. 
Bandura (1997) addresses the perception that beliefs about level of control over an 
event are synonymous with self-efficacy beliefs. Other authors such as Smith (1989) 
identify a ‘conceptual overlap’ between general self-efficacy and theories addressing
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internal/external control beliefs as a source of personal agency (Rotter, 1966). 
Rotter’s distinction focuses on the extent to which individuals believe their own 
behaviour or an outside influence leads to change in the outcome of an event.
Smith (1989) reports a study that takes into account changes in both generalised 
efficacy and control beliefs as a result of a coping skills program for students with test 
anxiety. Results suggested that not only were the post intervention changes in the 
two constructs not significantly related, but the key predictor of the reduction in test 
anxiety was self-efficacy rather than control beliefs. However, Bandura (1997) notes 
that self-efficacy and control beliefs may interact, in that an individual who believes 
they have control over an outcome must also believe that they have the appropriate 
skills to achieve this outcome. Later research by Miyake and Matsuda (2002) has 
found that participants with higher levels of generalised self-efficacy had significantly 
more internal focus for their causal attributions.
1.3.4 - Self-Efficacy and psychosocial Adjustment
The construct of self-efficacy focuses on a system of beliefs an individual holds about 
their competency to undertake an action. Bandura (1997) goes on to suggest that 
individuals with low self-efficacy in specific domains will become over concerned with 
personal failures, with a subsequent proneness to stress and depression. It has 
earlier been suggested that; ‘inability to influence events and social conditions that 
significantly affect ones life can give rise to feelings of futility and despondency as 
we//as anx/efy’ (p445 -  Bandura, 1986).
Anxiety is proposed to be intimately linked to beliefs about self-efficacy (Bandura, 
1988) and it is notable that Bandura’s initial formulation of the self-efficacy construct
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was aimed at accounting for behaviour change in ‘...the treatment of dysfunctional 
inhibitions and defensive behaviour.\P^9^: Bandura, 1977). Anxiety is suggested to 
be the result of disparity between the individual’s assessment of threat and their 
perceived ability to perform behaviours to cope with this threat (Bandura, 1997).
In a previous analysis of the role of self-efficacy in the domain of anxiety, Bandura 
(1988) emphasises the role of apprehension in the development of anxiety, aligning 
this approach with the cognitive model of emotional disorders formulated by Beck 
(1976). Bandura suggests that it is necessary to consider the potential impact of an 
individual's appraisals of their coping capacities, which in turn will have implications 
for the subjective threat in a situation. Williams (1995) notes that the relationship 
between self-efficacy and ‘phobic disability’ cannot be accounted for by other factors 
such as social pressure, by ratings of willingness, perceived levels of danger or 
outcome expectancies.
1.3.5 - Self Efficacy and emotions in children and adolescents
In addition to research focusing on the issue of self-efficacy and adjustment in adults, 
a number of researchers have addressed the potential validity of the construct in 
examining psychosocial adjustment in children. These studies have examined the 
potential impact of self-efficacy on depression in adolescent (Ehrenberg & Cox, 1991; 
McFarlane, Bellissio & Norman, 1995) and child (Bandura, Pastrorelli, Barbaranelli & 
Caprara, 1999) samples, anxiety (Muris, 2002), as well as more general ‘distress’ 
(Shelley & Pakenham, 2004; Kim & Cicchetti, 2003). The need to focus on the 
development of specific self-efficacy beliefs has also been emphasised in a broad 
range of fields, including health promotion (Klein-Hessling, Lohaus and Ball, 2005) 
and school counselling (Fall and McLeod, 2001).
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Ehrenberg and Cox recruited Canadian high school students between the ages of 13 
to 19, with the specific intention of measuring the impact of self-efficacy on 
adjustment. A general self-efficacy measure was used, in addition to more specific 
scales of ‘physical self-efficacy’, ‘social self-efficacy’ and ‘academic self-efficacy’. It 
was found that the level of depression reported by the students was significantly 
negatively correlated with total self-efficacy, in addition to measures of academic and 
physical efficacy.
Bandura et al., (1999) employed a 2-year longitudinal design in a sample of 282 
children to address the relationship of self-efficacy with depression. Social and 
academic efficacy measures were found to predict depression through direct and 
indirect pathways at time one, with the constructs of ‘academic achievement’, 
‘prosocialness’ and ‘problem behaviours’ supplying these indirect pathways. 
Academic efficacy displayed a mediating effect on depression at a 2-year follow-up 
through time 1 depression. Social self-efficacy was however found to display a direct 
significant relationship with time 3 depression. Bandura et al., suggest that both of 
the efficacy variables may present suitable targets for reducing depression 
proneness in this age group.
Recent research has indicated a level of specificity between the type of belief held, 
and form of anxiety reported. Muris (2002) has examined the relationship between a 
number of domain specific anxiety measures in adolescents, finding that specific 
measures of social, academic and emotional self-efficacy were most strongly 
connected with measures of social phobia, school phobia, and generalised anxiety 
respectively. Nonetheless, there exists a case for broader, more generalised 
measurement. A recent study by Bray, Nash and Froman (2003) found a significant
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correlation between self-report ratings of physical health self-efficacy measured using 
the Middle School Health Self-Efficacy Questionnaire and a measure of social 
confidence and efficacy in a group of 11-14 year olds.
Self-efficacy measures have also been used to predict adjustment in children over 
time. Caprara, Bardaranelli, Pastorelli and Cervone (2004) used measures of 
academic, social and self-regulatory self-efficacy to predict a range of adjustment 
factors, including peer preference, problem behaviour and academic outcomes. 
‘Self-referent’ beliefs (Caprara, Bardaranelli et al., (2004) significantly contributed to 
the prediction of internalising and externalising behaviour beyond that of measured 
personality traits. Furthermore, these authors note a wider predictive validity for the 
self-regulatory efficacy beliefs across domains not specific to self-regulation.
In relation to the present study, self-efficacy has been used to predict health 
outcomes in children and adolescents. Klein-Hessling, Lohaus and Ball (2005) 
findings in a group of children with a mean age of 10.1 and 10.0 for boys and girls 
respectively suggest a longitudinal impact of generalised self-efficacy on health 
behaviours. Specifically, these authors found that ‘general self-efficacy’ was the 
‘dominant resource’ (p39) in predicting the frequency of positive health behaviours 
over a year period. Whilst negative health ‘risk’ behaviours (e.g. alcohol 
consumption) were associated with low self-efficacy for girls only, there is an 
additional implicit outcome, which appears to suggest that low general self-efficacy 
may lead to a low frequency of positive health behaviours. This finding can perhaps 
be related to comments made by Bandura (1986) regarding the potency of 
enactment experiences in developing efficacy beliefs, and the potential adjustment 
impact of apprehension resulting from weak efficacy (Bandura, 1988). It is possible
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that low levels of enactment of positive health behaviours may have an additional 
health and general adjustment implications.
1.4.1 - The role of self-efficacy and sibling adjustment to chronic illness -  some 
research questions:
This study proposed to examine a number of potential features of family systems 
coping with child illness (Kazak et al., 1995). Specifically it intended to explore how 
parental perception of vulnerability to health problems in a sibling, may be influenced 
by the chronic health status of a brother or sister with chronic physical illness. This 
was in response to research addressing the influential role of parents in the 
development of health behaviour (Tinsley, 2003) and coping actions (Dunn-Geier et 
al., 1986) in offspring.
It was also intended to explore the impact of perceived sibling health vulnerabilities 
on child psychological adjustment, and whether it is mediated by a specific construct, 
i.e. health self-efficacy (Bandura, 1997), which may then have further implications for 
more general psychosocial outcomes in this group. The rationale for proposing that 
such a relationship exists between vulnerability and health self efficacy is derived 
from comments relating to both the benefit of independent mastery experiences on 
self-efficacy development (Bandura, 1997), and the possibility that parents who 
perceive health related vulnerability in their children may encourage dependent forms 
of health behaviour in their children (Thomasgard and Metz, 1995).
The influence of increased health vulnerability perceptions intuitively suggests a need 
to focus on self-efficacy beliefs in a related area, in contrast to a similar recent 
research study Grissom & Borkowski (2002). The present study intended to extend
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ideas prompted by this research by addressing the potential impact of a brother or 
sister’s chronic illness on a set of beliefs more specific to the circumstances of a 
sibling. Self-efficacy represents both a hypothetical buffer for specific health issues, 
in addition to acting as a more general coping resource for siblings. The use of an 
explicit self-efficacy measure also allowed some accommodation of positive 
adjustment (Glidden, 1993).
The measurement of a child’s confidence and beliefs about their personal efficacy 
was also prompted by the clinical implications of a previous process analysis of 
sibling reactions to sibling illness (Gardner, 1998). Gardner comments on the 
possibility that positive parental responses to siblings may enable children to employ 
and develop more of their own internal competencies. A child’s sense of being able 
to apply these competencies is therefore closely associated to their efficacy beliefs, 
which will be related to similar parental responses.
The broad goals of this study were 1) explore the relationship between parental 
perceptions of child vulnerability and their children’s reported health self-efficacy, 2) 
address the potential for health related vulnerability perceptions to be higher in a 
group of siblings who have brothers and sisters with a chronic illness, 3) address the 
relationship of vulnerability and self-efficacy with siblings psycho-social adjustment, 
and explore the nature of this relationship.
In view of previous research, a number of more specific hypotheses were made. The 
first suggested that higher levels of perceived child vulnerability would have a 
negative relationship with child reported health-self efficacy. An associated second 
hypothesis proposed that the level of perceived child-vulnerability would be higher in 
a ‘well-sibling’ sample than the cut-off found in the published standardisation sample
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due to the influence of having a sibling with chronic physical illness. Finally, it was 
suggested that self-efficacy would partially mediate the impact of perceived health 
vulnerability on psychosocial outcome.
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Method
A cross-sectional and correlational study design was formulated, based on the single 
administration of a questionnaire package. A research ethics committee provided the 
study protocol with multi-site research ethics approval, which was also the home 
committee of one of the research sites. The relevant local research ethics committee 
provided an additional approval based on a site-specific assessment for the 
remaining research site.
2.1 Procedures
The study sample was recruited from two paediatric hospital departments, including 
families accessing oncology (Site 1) and cardiology services (Site 2). Consistent with 
the research question, the study recruited a number of parent/caregiver-sibling 
dyads. The target group of siblings was intended to be of mixed gender and between 
the ages of 9 to 16. This age range was intended to reflect both a combination of the 
age range for the measures used in the study, whilst also mirroring the age range 
found in previous studies of siblings (e.g. Taylor et al., 2001) and of self-reported 
health vulnerability beliefs in children (e.g. Gochman & Saucier, 1982).
In consultation with clinicians working in the study locations, key clinics were 
identified as potential sources of appropriate families who had attended for long-term 
health needs. An invitation letter was designed, to be signed by both the researchers 
and medical consultant, which featured a request for families to return an attached 
confirmation slip if they were interested in participating. In the event that families had 
any questions about the study, they were requested to leave their contact details with
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the host psychology department, at which point they could then be contacted by the 
clinical psychologist acting local as investigator at the appropriate research site, or by 
the chief investigator. Although initially it was intended to approach families in clinic, 
recruitment difficulties prompted a change to a postal method of approaching 
families. Both an initial invitation letter, and, after a three week interval an additional 
follow-up letter were sent to families.
Following return of the consent slip via a stamped addressed envelope, a 
questionnaire package was distributed to families who agreed to take part. The 
package requested that the caregiver completed a data sheet providing demographic 
information relating to gender, present age and family structure, including the age of 
the sibling who has a chronic illness in addition to a brief outline of the medical 
difficulties for which they receive medical support. Questionnaires were returned in a 
stamped addressed envelope via the clinical psychology department at each study 
site in order to maintain consistency in point of contact for study participants.
2.2 Sample Characteristics
Silver and Frohlinger-Graham (2000), in examining a cohort of female siblings found 
a medium effect size (0.53) for an outcome measure of global severity of adjustment 
difficulties through the comparison of two groups, those with siblings who had a 
chronic illness and those who did not. In a later review, Sharpe and Rossiter (2002) 
found an overall effect size for the impact of sibling illness to be small, although 
found the effect size for internalising symptoms to be closer to the medium range.
Although based on reviews which have not employed a correlational design, 
following consultation with a statistician we considered that a medium effect size
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would be found in this analysis, defined by Cohen (1988) to be an effect size of r= 
0.30. A power calculation was carried out at an alpha of 0.05 and a power level of 
80%. This power estimation was calculated using the ‘G Power’ software package 
developed by Erdfelder, Paul, & Buchner (1996). It indicated that a total of 64 
sibling/parent/caregiver pairs would be required to detect a medium effect size (one­
tailed).
In following the criteria of the sample used by Taylor, Fuggle and Charman (2001), 
siblings were required to have a chronically ill sibling who has been unwell for a 
period of more than 3 months and requiring ongoing care routines. In the event of 
multiple siblings existing in the same family, siblings closest in age to the child with 
chronic illness were asked to take part. This criterion was intended to minimise the 
impact of developmental effects on self-efficacy (Bandura, 1986).
In total, 174 families received an initial invitation to participate, with a total of 46 
families being sent questionnaire packages. 35 families responded (77%), with 27 
families (77%) accessing oncology services. 54.3% of the children who took part 
were female, with the mean age for girls 11.95 years and ranging from 9 to 16. The 
mean age for boys in the sample was 12.19 years and also ranged from 9 to 16. The 
range of numbers of other ‘well siblings’ was 0 to 3, with a mean of 0.60. The mean 
age of the overall sample was 12.06 years, and the mean time since diagnosis for 
the sample was 47.40 months (3 to 168 months). One sibling was a twin, and birth 
order was not noted for this child. 47.1% of the remaining sample were younger 
siblings. The mean time since diagnosis for the children with cardiac problems was 
130 months, compared to 22 months in the oncology sample. 88.6% of parents were 
mothers, 8.6% fathers and 2.9% stepparents, with 71.9% of the sample in the 37 to
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47 years age range. All familles were of ‘white-British’ ethnicity using the criteria 
from the National Census 2001 (Office of National Statistics, 2001).
2.3 Measures
In addition to three measures motivated by the theoretical questions addressed in 
this study, an additional demographic questionnaire was administered to the 
parents/caregiver’s taking part in the study. It requested respondents to outline the 
structure of their family, including the ages of their children, in addition to the child 
who had agreed to take part in the research study. Respondents were also asked to 
indicate the length of time since diagnosis of their son/daughter’s medical condition, 
and the specific diagnosis that had been made.
In order to measure the health related self-efficacy of the siblings; a revised version 
of the School Health Efficacy Questionnaire (Froman and Owen 1991) was 
employed. This measure consists of scales addressing physical health self-efficacy 
and mental health self-efficacy. Froman and Owen (1991) report the standardisation 
of the measure on a sample of 15 to 17 year olds. The 21 item physical health self- 
efficacy subscale which asks adolescents to rate on a 5 point scale their confidence 
in their ability to perform a range of health related behaviours, with polar responses 
labelled ‘very little' (1) to ‘quite a lot’ (5). Two factors have been identified within the 
scale, ‘treatment and preventative activities’ and ‘substance abuse’, with alpha 
scores of internal reliability of 0.90 and 0.86 respectively in the overall 
standardisation sample. The structure of this scale has recently been further 
validated in a comparative study of American and Korean adolescents. 17 items 
relating to treatment and preventative health were used in the present study, with the 
exclusion of an item relating to ability to organise time effectively in order to maintain
203
MAJOR RESEARCH PROJECT METHOD
the health focus of the questionnaire. Comments by Froman and Owen (1991) 
suggest that the scale maintains its consistency provided that 50% of items are 
responded to.
It had initially been proposed that the Middle School Self-Efficacy Questionnaire 
(MISSE -  Bray, Nash and Froman 2003) be used to measure the self-efficacy 
construct in children aged 9 to 14, with the School Health Efficacy Questionnaire 
being applied to children above this age. However, following feedback and 
recommendations from the Multisite Research Ethics Committee, the decision was 
made to administer the same questionnaire to all of the proposed age range.
Froman (personal communication by e-mail, February 2005) has indicated that in the 
initial validation of the School Health Efficacy Questionnaire, children approximately 
10 years of age were able to complete the questionnaire to an acceptable level. 
Following an additional recommendation by the research ethics committee, changes 
were subsequently made in the wording of the questionnaire in order to take into 
account the potential differences in language in the UK and in the USA, although the 
nature of the items; remains unchanged. Alterations included the use of the term 
‘temperature’ to replace the term ‘fever’, changing the term ‘medication’ to ‘medicine’, 
changing the term ‘cavities’ to ‘holes’ in my teeth, and changing the phrase ‘dressing 
appropriately for the weather’ to ‘dressing the right way for the weather’.
In addressing the construct of parent/caregiver’s perception of their child’s 
vulnerability to health difficulties. The Child Vulnerability Scale (CVS - Forsyth, et 
al, 1996) was administered to the sample. This is an 8-item scale including 
statements relating to parental perception of general vulnerability of the child to 
health difficulties, to be completed by parent’s using a 4-point ‘Likert Scales’ with 0
204
MAJOR RESEARCH PROJECT METHOD
indicating ‘Definitely false’ and 3 indicating ‘Definitely True’. It includes items such as 
In  general, my child seems less healthy than other children’. Forsyth et al., report 
both internal consistency and convergent validity to be acceptable, with a Cronbach 
alpha score of .74 for the whole scale, and item total correlations ranging from 0.51- 
0.68. The authors propose a clinical cut-off score of 10 or greater. Anthony et al, 
(2003) have applied this questionnaire to parents of a sample of children aged from 6 
to 15 years of age from paediatric rheumatology and pulmonary clinics, and 
discovered predictive validity for the measure with child reported social anxiety. This 
relationship exists beyond the influence of child age and objective measurement of 
child illness severity, thereby suggesting face validity of this measure in its 
assessment of vulnerability perception cognitions going beyond objective child health 
symptoms.
In order to establish a measurement of the psychosocial outcome of these variables, 
parents/caregivers were requested to complete the Strengths and Difficulties 
Questionnaire (SDQ - Goodman 1997), a global screening measure of 
psychological adjustment. Consisting of 25 items, this questionnaire has been 
standardised for carers of children aged from 4 to 16 years of age. Items are related 
to 5 factors, emotional symptoms, conduct problems, hyperactivity/inattention, peer 
relationship problems and pro-social behaviour. With the exception of the Pro-social 
behaviour scale, higher scores indicate greater difficulties. A total difficulties score 
can be calculated from these sub-scales. Goodman (2001) has reported a Cronbach 
alpha of 0.82 for the parent report form, with a satisfactory level of inter-rater 
reliability. Mean test/retest reliability over 4-6 months is reported as 0.72. The 
emotional symptoms sub-scale of the parent form, said to characterise ‘internalising 
problems’ including somatization and a focus of the present study, has been reported 
to have a Cronbach Alpha of 0.67 and a test-retest score of 0.57. Goodman, Ford,
205
MAJOR RESEARCH PROJECT METHOD
Simmons, Gatward and Meitzer (2000) have found that the SDQ provides good 
levels of identification for hyperactivity and emotional problems.
2.4 Data Analysis
Reliability analysis was carried out for both the Child Vulnerability Scale and the 
School Health Efficacy Scale. At a descriptive level, analysis o f . the Child 
Vulnerability Measure utilised the cut-off score outlined by Forsyth et al. (1996) of 10. 
A Chi-square goodness of fit analysis was carried out in order to establish the extent 
to which the proportion of this sample that fell into the range above 10 was significant 
when compared to the proportion of the standardised sample. Tests of significant 
difference were applied to appropriate relationships where necessary, in addition to 
the use of correlations to identify significant relationships between variables
An analysis model was formulated with the aim of examining the extent to which self- 
efficacy beliefs mediate the relationship between vulnerability perceptions and 
emotional/behavioural outcomes for siblings. Baron and Kenny (1986) have outlined 
the necessary approaches to the statistical analysis of a mediation model. This 
process requires the use of correlation analysis to analyse the individual pathways 
between the relevant constructs. Once a relationship between these variables is 
established, a more comprehensive linear regression is required in order to establish 
the strength of any predictive relationship between the theoretical variables outlined 
in the above diagram.
It was intended that the present study would apply a combination of both correlational 
and regression analysis in order to test a hypothetical model derived from the key 
research questions. Due to the issues experienced in obtaining an appropriate
206
MAJOR RESEARCH PROJECT METHOD
sample size for this analysis model, the decision was made to limit the analysis to an 
exploratory correlational approach, employing both zero order and partial correlations 
in order to approximate the relationships between measures.
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Results
The results of this study will be outlined in a hierarchical fashion, starting with 
analysis of the individual measures and the hypothesis relevant at this level, before 
progressing to a more detailed consideration of the research hypotheses and 
analysis of the relationships between these measures.
3.1 Reliability Data
As was outlined in the study methodology, it was necessary to employ a number of 
measurement scales in populations for which explicit reliability data for this 
population has not been made available, with the exception of the Strengths and 
Difficulties questionnaire. As a consequence steps were taken in order to establish 
the viability of the Child Vulnerability Scale and the Health Self-efficacy measure for 
use in the study population. Analysis was undertaken using the SPSS version 12.1 
statistics package.
In investigating the Child Vulnerability Scale there was found to an acceptable level 
of internal reliability, with Cronbach Alpha = 0.869, and split-half reliability (Guttman) 
equating to 0.910. Item total correlations ranged from 0.462 to 0.803, and were all 
significant at levels of p<0.05 or p<0.01.
The specifics of the reliability of the health self-efficacy questionnaire were made 
more complex by the use of a specific subscale (the preventive health subscale) in 
addition to the application of a questionnaire standardised in the United States of 
America with a more restricted age range to that employed in the present study. The
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internai reliability of the Health Self Efficacy items used in the present study was 
found to be Cronbach Alpha = 0.830, and a split half reliability of 0.766. Item-total 
correlations of the 17 items, using Spearman’s Rho, ranged from rg=0.366 to rg 
=0.665. All correlations were significant at levels ranging from p<0.05 or p<0.01.
3.2.1 Perceived Vulnerability in siblings
Table 1(p211) indicates the mean scores per item of the Child Vulnerability Measure 
completed by parents/caregivers of the sibling group. The total vulnerability scores in 
the group ranged from 0 to 17, a mean total vulnerability score of 4.63 characterising 
the group, with a mode of 1 and a median of 3. The range of mean item scores was 
between 0.17 to 1.09, suggesting that parents/caregivers tended to respond to the 
vulnerability statements by indicating that they were totally or mostly false.
General analysis of the properties of the data indicated a lack of normal distribution in 
two of the key scales, with significance for the Kolmogorov-Smirnov test when 
applied to the vulnerability scale (K-S (35) = 0.208, p=0.0005) and the strengths and 
difficulties questionnaire (K-S (34)=0.153, p=0.041). The self-efficacy scale was also 
found to deviate significantly from a normal distribution (K-S (35)=0.153, p=0.036), 
and Q and Q plots indicated somewhat inconsistent distributions for all these scales. 
The decision was therefore made to make use of non-parametric tests in the analysis 
of this data.
Hypothesis 2 in the present study was aimed to explore whether the distribution of 
well siblings in this sample falling above the cut-off point for vulnerability was greater 
than that found in a community sample. The mean total vulnerability score found in 
the present sample of 4.63 stands in contrast to the mean total score reported by
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Anthony, Karen and Schanberg (2003) of 9.62 in a sample of children with chronic 
illness. 20% of the sample fell above the cut-off of a vulnerability score of 10 
described by Forsyth, Howitz, Leventhal, Burger, and Leaf (1996), compared to the 
10.2% of a community sample reported by these authors, and the 61% identified in 
the sample described by Anthony et al. Using a Chi-square analysis, the number of 
children falling below the cut-off for vulnerability was significantly greater than the 
number falling above the cut off than would be expected in a normal distribution {h 
(1,N=35) = 12.600, p=0.0004). Using the formula for a Chi-Square effect size index 
outlined by Green and Salkind (2003), the index score for this distribution indicates a 
medium level of effect (ES=0.37). However, in a goodness of fit analysis the pattern 
of responses presented a distribution non-significantly different from that outlined by 
Forsyth et al. (1996), %^(1,N=35) = 3.670, p=0.055, narrowly falling below the level for 
significance, although with a small effect size index (ES=0.11 ).
Applying the Mann Whitney-U test, there was found to be no significant difference in 
overall level of vulnerability reported by parents/caregiver comparing the two groups 
of diagnosis U (27,9) = 106.500, p=0.689, although the number of siblings above the 
cut off score was higher in the cardiology group than in the oncology group (33.3% 
and 15.4% respectively), although this difference equated to a small effect size (ES=- 
0.32). No correlational associations were found with any other demographic 
variables and no significant difference was found in comparison of sibling gender or 
birth order.
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Table 1 -  Mean scores of Vulnerability scale items
ITEM MEAN MEDIAN MINIMUM MAXIMUM
1 - In general my child seems less 
healthy than other children
0.57 0 0 3
2- 1 often think about calling the 
doctor about my child
0.17 0 0 2
3- If there Is something going around 
my child catches It
0.71 1 0 2
4- 1 often check on my child at 
night to make sure s/he Is okay
1.00 1 0 3
5- Sometimes 1 get concerned that 
my child doesn’t look as health as 
s/he should
1.09 1 0 3
6- 1 often keep my child Inside 
because of health reasons
0.20 0 0 3
7 - 1  get concerned about circles 
under my child’s eyes
0.51 0 0 3
8- My child gets more colds than 
other children 1 know
0.37 0 0 2
The results of this analysis appears to lend small, non-significant, support to the 
notion that siblings of children with chronic illness are more likely to be perceived as 
being vulnerable to health problems than children found in a community sample 
(Forsyth et al., 1996), based on the proportion of the sample falling above the cut off 
score. However, the distribution of mean item scores in this sample generally 
favours parents/caregiver providing a rating of ‘Definitely false' to vulnerability 
statements, with the exception of the items 4 and 5, with mean ratings of ‘mostly 
false’.
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3.2.2 Self-Efficacy
The overall mean of the siblings’ self-efficacy score was 4.22 (of a maximum of 5 
indicating ‘lots of confidence’). Because of the use of a shortened version of the 
health self-efficacy scale for this study, consisting of 17 items, with one item removed 
from the original scale on theoretical grounds, it was not possible to make a direct 
comparison of overall sample means reported by Froman and Owen (1991). 
However, using data from Froman and Owen (1991) relating to overall means for 
each question, a comparison was made with the present sample. The overall mean 
of the item means for the 17 items in the sample reported by Froman and Owen was 
3.88. Assuming a non-parametric distribution of the scale, the mean self-efficacy 
levels for all 17 items the current sample were found to be significantly higher than 
that of the norms outlined by Froman and Owen (1991), using a Mann Whitney Test 
of difference, U (17,17) = 56.000, p=0.002. This outcome equated to a large effect of 
samples on self-efficacy mean scores (ES= 1.13).
In exploring the relationship between demographic factors and the self-efficacy scale, 
generally no significant correlations were found, with no significant difference existing 
between diagnosis groups or gender criteria. An exception was a significant negative 
correlation (at a p<0.05 level) between the approximate age difference in years 
between the siblings and their brother and sister and the total self-efficacy score (rg 
(34)=-0.351, p=0.039). When the sample was divided to account for whether siblings 
were younger or older, this relationship only continued to be significant for older 
siblings (rg (17)=-0.542, p=0.020).
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3.2.3 Parent reported sibling adjustment
Table 2 -  Classification of sibling’s scores on the Strengths and Difficulties 
Questionnaire using community norms from Goodman (1997)
Scale/Subscale Normal Normal
(Goodman,1997)
Borderline Borderiine 
(Goodman, 1997)
Abnormai Abnormai 
(Goodman, 1997)
Total difficulties 70.6 80% 5.9 10% 23.5 10%
Pro-social. 
"Behaviour
88.2 80% 8.8 10% 2.9 10%,
Emotional
Symptoms,
58.8 80% 14.7 10%, 26.5 10%
^Hyperactivity 70.6 80% 11.8 10%, 17.6 10%
rPeer Problems - 73.5 80% 5.9 10% 20.6 10%,
Conduct"  ^
î>Problems
58.8 80% 26.5 10% 14.7 10%
One family did not complete the strengths and difficulties questionnaire. In 
comparison to cell expectancies appropriate to a normal distribution (e.g. all cells 
being equally populated), all scales of the Strengths and Difficulties questionnaire 
were significant at p<0.01, indicating that these distributions differed significantly 
from that expected by chance, in all cases the larger proportion of the sample falling 
into the ‘normal’ classification. The distribution criteria outlined by Goodman (1997) 
suggests that 80% of the sample should fall into the normal range group, with 10% in 
each of the remaining groups.
Using this distribution, the goodness of fit analysis suggests that the overall total 
difficulties score (%^  (2) = 7.176, p=0.028) and two subscales differ significantly from 
this distribution; the Emotional Symptoms subscale (%^ (2) = 11.882, p<0.003), and 
Conduct Problems subscale (x^ (2) = 11.882, p=0.003). Visual inspection of this data
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suggests that in the case of the strengths and difficulties total score, a significant 
percentage falls into the ‘abnormal range’, a similar case for the emotional symptoms 
subscale. In the case of the conduct problems subscale, a clustering occurs in the 
borderline category. The effect size index for the observed frequencies shows a 
small deviation from the expected frequencies for both the emotional symptoms and 
conduct problems subscale (ES=0.17), and the total difficulties scale (ES=0.10). 
Further analysis suggests that the overall proportion of this sample falling into the 
borderline/abnormal range is significant for the emotional symptoms (1,N=34) = 
9.529, p=0.002) and conduct problems subscales (1,N=34) = 9.529, p=0.002). 
These outcomes result in a moderate effect size index (ES=0.28).
A number of demographic variables were assessed for their relationship with 
adjustment outcomes. In examining the whole sample, the age difference between 
the well sibling and their brother or sister was found to have a significant negative 
relationship with the pro-social behaviour subscale (rg =-0.377, p=Q.G28). However, 
when the sample was divided significance only remained for those siblings who were 
younger (rg =-0.541, p=0.031).
3.3 The relationship between perceptions of vulnerability and child reported 
health self-efficacy
In order to consider the initial issue of the relationship between parent/caregiver 
reported vulnerability and self-efficacy beliefs, an extensive correlation analysis was 
carried out (For correlation matrices please see appendix). Although the original 
research hypothesis was unidirectional, in order to accommodate the difficulties in 
sample size experienced in this study and to maximise the confidence with which
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significant results can be reported, the correlations reported here are two-tailed 
unless otherwise indicated.
In considering the relationship between the vulnerability measure and the self-report 
self-efficacy measure, no significant correlation existed between overall vulnerability 
and self-efficacy scores (rg (35)=-0.051, p=0.772). A scatter plot (see figure 1) of this 
relationship indicates a wide and broadly distributed range of scores, with a wide 
range of self-efficacy scores clustering at the low levels of the vulnerability scores. 
The absence of a relationship at an overall level prompted an item level analysis in 
an attempt to address a potential relationship between these constructs. No 
significant correlations existed between the individual vulnerability items and the 
global self-efficacy score. Furthermore there existed only one significant relationship 
between the overall vulnerability score and an item on the self-efficacy scale 
‘dressing the right way for the weather’ (rg (35)=-0.395, p=0.019).
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Figure 1 -  Scatterplot of relationship between total vulnerability score and total health self-efficacy score 
(total sample).
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3.4.1 Relationship of vulnerability and self-efficacy beliefs to psychosocial 
outcome
Correlational analysis of the relationships between siblings health self-efficacy and 
the Strengths and Difficulties Questionnaire yielded a significant negative relationship 
between the overall total for both measures, rg (34)= -.426, p=0.012. Additional 
significant negative correlations also existed between the overall self-efficacy score 
and the Emotional Symptoms and Hyperactivity subscales at rg (34)= -.392, p=0.02 
and rg (34)= -.426, p=0.019 respectively, and with the conduct problems subscale at 
rg (34)= -.463, p=0.019 p=0.006. Levels of self-efficacy were found to positively 
correlate with the pro-social behaviour subscale of the SDQ (rg (34)=0.430, p=0.011). 
The total health self-efficacy score was significantly negatively correlated with the 
individual item relating to somatic symptoms ‘often complains of headaches, 
stomach-aches or sickness’, (rg (34)=-0.372, p=0.030), a moderate effect size.
0000 0
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Total Setf-efficacy score Total vulnerability score
Figure 2.1 -  Scatterplots of relationship between total self-efficacy score and total difficulties score (left 
hand plot) and total vulnerability score and total difficulties score (right hand plot).
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Comparisons of the total vulnerability scale score and psychosocial outcome 
measures revealed a significant positive correlation with the overall difficulties score 
(rg (34)=0.362, p=0.035) and the Hyperactivity subscale (rg (34)=0.493, p=0.003). 
The correlation with the emotional symptoms subscale approached significance (rg 
(34)=0.302, p=0.082). In contrast to the health self-efficacy scale total, the total 
vulnerability score was not related to the specific item ‘often complains of headaches, 
stomach-aches or sickness’, (rg (34)=0.151, p=0.395).
A visual comparison of the relationship between the two proposed predictors and the 
total difficulties score (see figure 2.1) suggests a remarkably similar distribution of 
scores in directions indicated by their respective correlations. Both charts also 
confirm the wider and more diffuse distribution of the scores, and suggests only 
moderate trends between these variables. Additional visual charts for relationships 
between the predictors and specific subscales of the SDQ suggest a similar lack of a 
substantial linear relationship between scores (See appendix).
3.4.2 Vulnerability and self-efficacy and their specific roles in predicting well- 
sibling’s self-reported emotional and behavioural adjustment
A core part of the planned analysis of this study was to undertake series of 
hierarchical multiple regression analysis. Green (1991) has advocated the use of 
power-analysis in order to derive an appropriate sample size to serve as a foundation 
for regression analysis. Due to the sample size difficulties encountered in the present 
study, regression analysis would only be adequate in detecting a large effect size. 
Based on the expectation that the relationship between constructs would be of the 
order of a medium effect size, based both on the previous literature, and on
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comments by Cohen (1988), the decision was made not to proceed with this 
regression analysis.
An exploratory correlation analysis is outlined here in order to consider the research 
hypothesis that self-efficacy may act as an intervening variable for the impact of 
perceived parental vulnerability on child outcome. Baron and Kenny (1986) outline a 
statistical method appropriate to establishing whether a mediational relationship 
exists between variables. Specifically this process involves regressing the mediator 
variable onto the predictor variable, regressing the dependent variable onto the 
predictor variable, and then regressing the dependent variable onto both the 
mediator variable and predictor variable. Provisional examination of these constructs 
indicated a clear violation of Baron and Kenny (1986)’s second criteria, due to the 
lack of any form of significant statistical relationship between the proposed mediator 
(self-efficacy) and independent variables (vulnerability) variables.
In considering the available data, an attempt was made to explore the possibility of 
an alternative effect of self-efficacy on the relationship between vulnerability items 
and sub-scale scores. Baron and Kenny (1986) define a moderator as ‘(a) variable 
that affects the direction and/or strength or the relation between an independent or 
predictor variable and a dependent or criterion variable’. An analysis was undertaken 
to examine the impact of statistical removal of the self-efficacy measure on the 
relationship between parent-perceived vulnerability and parent-reported child 
outcome. Table 3 outlines the strength of correlations between these variables 
before and after this process.
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Table 3 - Complete and partial correlations between parent-report child vulnerability and psychosocial 
outcome measures.
All correlations reported at â 2-talled level — 
significant relationships are In bold.
Correlation with self- 
efficacy Included
Partial Correlation 
controlling for self- 
efficacy
Total Strengths and Difficulties score 0.362 (p=0.035) sig. 0.453 (p=0.008) sig
Emotional Symptoms Subscale 0.302 (p=0.082) n.s. 0.428 (p=0.013) sig
Peer Problems Subscale 0.027 (p=0.878) n.s. 0.197 (p=0.271)n.s.
Hyperactivity Subscale 0.493 (p=0.003) sig 0.363 (p=0.038) sig
Conduct Problems subscale 0.118 (p=0.507) n.s. 0.245 (p=0.170).
Figure 3 Illustrates the relationships between the vulnerability construct and the 
Emotional Symptoms score (partial correlation in bold). The removal of the self- 
efficacy construct, which is unrelated to the vulnerability measure results in a 
significant relationship between vulnerability and the Emotional symptoms score. 
Although at an exploratory level, it appears that such a relationship is more 
consistent with Baron and Kenny (1986)’s criteria for a moderating relationship. 
These results appear to suggest a role of self-efficacy as a moderator for the 
relationship between parental vulnerability perceptions and sibling emotional
symptoms.
Rs= -0.392 (p=0.022) 2 tailed
Child Health  
Self-Efficacy 
Beliefs
Emotional
Symptoms
Subscale
Rs= 0.302 (p=0.082) n.s. 
Rs= 0.428 (p=0.013) sig (2 
tailed).
Parental Perceptions of 
Child Vulnerability
Figure 3 -  path diagram illustrating the relationship between vulnerability and psychosocial outcome 
measures with control of health self-efficacy scores.
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Discussion
4.1.1 Resuits Overview
The proportion of siblings rated by parents as being above the cut off for significant 
‘vulnerability’ was larger, but not significantly different from that found in sample of 
families without the presence of child illness (Forsyth et al., 1996). In turn, the overall 
percentage of 20% fell considerably below that found by Anthony et al. (2003) who 
reported a 61% proportion in a sample of children from paediatric 
rheumatology/pulmonary clinics.
The mean score for health self-efficacy beliefs indicated that siblings in this sample 
were close to ‘lots of confidence’ in their ability to use skills relevant to their health. 
Although not the focus of a specific research hypothesis, a notable and unexpected 
finding was that individual item means in this sample were significantly higher than 
the means found in the standardisation sample of the measure reported by Froman 
and Owen (1991). The range of demographic factors considered in this study, such 
as time since diagnosis of sibling, did not have a significant association with self- 
efficacy.
This sample of well siblings indicated a mixed picture of parent reported adjustment 
outcomes. A significant proportion of children were rated in the ‘normal’ range for the 
pro-social and hyperactivity scales. Nonetheless, consistent with Taylor et al., and a 
number of other authors (e.g. Sharpe and Rossiter, 2002, Silver and Frohlinger- 
Graham, 2000), a significantly higher proportion of this sample fell into the 
borderline/abnormal range for emotional symptoms and conduct problems scores
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when compared to the expected distribution based on a community sample 
(Goodman, 1997).
In exploring the remaining study hypothesis a principle issue occurred in relation to 
the absence of a substantive and statistically significant association between the key 
self-efficacy and vulnerability constructs, which was counter to a key primary 
research hypothesis. Nonetheless, the overall vulnerability score significantly 
negatively correlated with both the Total Difficulties score, and Hyperactivity 
subscales of the Strengths and Difficulties Questionnaire. In contrast the self- 
efficacy beliefs of this sample were related to all the psychosocial outcomes 
measured here with the exception of peer problems. Such a finding is consistent 
with Froman and Owen (1991,1999) and Bray et al. (2003) who have found 
generalised associations between health based self-efficacy and adjustment.
A planned regression analysis was not undertaken due to perceived risk of type 1 
error. However, adapting criteria for mediation by Baron and Kenny (1986), the lack 
of a significant relationship between the vulnerability and self-efficacy constructs was 
a clear indicator that no mediating function for self-efficacy could exist. The 
relationships revealed through the use of partial correlations seem more suggestive 
of a moderating role for the self-efficacy variable, specifically for emotional 
symptoms.
4.2.1 Impact of family illness on sibling adjustment
The underlying theme of this study has been the impact of sibling illness on a 
‘forgotten group of children’ (Van Dongen-Melman et al., 1995). Previous research 
has noted the variability of adjustment in siblings of children with chronic illness (e.g.
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Williams, 1997), although there have been consistent indications of a number of 
psychosocial difficulties, and to some extent this theme is supported by the present 
study. Specifically, children in this sample were more likely to fall into the 
borderline/abnormal range for emotional symptoms and conduct problems.
The finding that ‘internalising’ behaviour (Achenbach, 1991) was more frequent in 
this sample than in a community sample is consistent with Sharpe and Rossiter’s 
findings of larger effect sizes for such difficulties in their meta-analysis of 51 studies. 
As has been noted, this finding was also consistent with Taylor et al’s use of the 
same parent reported questionnaire with a sibling population. It is however also the 
case that this study also found higher levels of externalising type behaviour such as 
conduct problems. In considering the underlying cause of the increased levels of 
such externalising behaviour compared to trends towards internalising behaviour 
reported elsewhere (Sharpe and Rossiter, 2002), one possibility may relate to a skew 
in the sample towards families in the first two years following diagnosis, with 55.9% 
of the sample having been diagnosed under two and half years prior to the study. 
Such externalising behaviour could relate to the continuation of an initial phase of 
frustration and anger experienced by these siblings (Stallard et al, 1997). It is 
notable that the mean age of this sample is consistent with a group of ‘latency’ age 
children described by Bender (1990) who were characterised by anger and a sense 
of injustice. However another possibility relates to the work of Barbarin et al., (1995) 
who have noted that a diagnosis of child illness may serve to amplify pre-existing 
difficulties for siblings. Without an awareness of the background of the siblings in this 
sample, such an effect cannot be adequately controlled for.
In the spirit of observations made by Glidden (1993) regarding potential areas of 
strength for this population, it was evident that for a number of the outcome scales.
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principally peer problems and pro-social behaviour, the distribution of the sample was 
significantly weighted towards those in the ‘normal’ range. As previously noted, the 
number of children in the borderline/abnormal range for the total difficulties score 
was, consistent with Taylor et al. (2001) also not significantly greater than those in 
the normal range.
As Sharpe and Rossiter (2002) and Houtzager et al. (2003) amongst others have 
observed a number of contextual variables may be influential in adjustment of 
siblings, including birth order and gender of siblings. Demographic factors such as 
those outlined above were examined in the present study, with the only significant 
influence, appearing to be a combination of birth order and approximate age 
difference in years between the sibling and their brother or sister. In the overall 
sample, an increasing age gap resulted in decreased pro-social behaviour. In an 
exploratory step, the sample was divided depending on whether children were older 
or younger than their sibling with a chronic illness. In siblings younger than their 
brothers or sisters decreasing levels of pro-social behaviour were associated with an 
increasing age gap. No such associations were found in the cohort of siblings older 
than their brother or sister.
This is an intriguing finding in the context of findings of increased thoughtfulness and 
sensitivity in siblings (Heffernan & Zanelli, 1997). This relationship could be an 
artefact of the sample used in the present study, and in particular the use of a parent 
report outcome measure. However it is also possible that siblings who are younger 
than their un-well siblings may not be provided with the opportunities to take 
responsibility for the welfare of their siblings, and may not have sufficient models 
available to generalise this behaviour to other areas. In a more specific context, 
authors have noted that disruption in sibling attachment relationships may be evident
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in these family situations (Murray, 2000). Murray concludes that the types of 
difficulties noted in siblings of children with chronic illness may be related to the 
sense of loss of a caregiver. In considering the impact of age difference for the 
younger sample on attachment relationships, the possibility of disruption in the 
modelling of attachment relationship, and associated positive behaviours, could be a 
valuable clinical model to explore further.
The case for a potent effect of birth order is enhanced when it is considered that the 
mean ages of the younger and older cohorts are 12.50 and 11.78 respectively, both 
of the same range, perhaps limiting the potential for purely developmental differences 
to be a consideration. These findings are consistent with observations made by 
Barbarin et al (1995) who noted that positive outcomes, such as the development of 
supportive behaviours by children, might be more common in children who are first 
born.
This study was cross-sectional in nature, and the length of time since diagnosis for 
the sample varied dramatically from 6 to 156 months. The absence of a significant 
impact of time of diagnosis on adjustment measures is somewhat inconsistent with 
recent work of Houtzager et al., (2003,2004) which implies a positive effect for 
temporal variables in improving outcomes over periods of up to 2 years. 
Nonetheless, it is also the case that Houtzager et al. (2004) have noted persistence 
in impaired functioning for younger siblings, age range 9 to 11 years, in emotional 
domains in particular. Although multi-modal, the mode ages for the sample in the 
present study were 10/11 years of age, and this suggests that the present findings 
can be seen as being complimentary of Houtzager et al’s longitudinal finding.
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Due to the size of the sample available here and the diversity of time since diagnosis, 
this analysis may be better placed in a more controlled sample. Nonetheless, the 
findings here do suggest a more complex interaction between adjustment in siblings 
and demographic variables. At an overall level, this study has supported the mixed 
picture of adjustment for siblings consistent with previous studies.
4.2.2 Parental perceptions of vulnerability
The proportion of siblings found to fall above the cut off for significant vulnerability 
outlined by Forsyth et al., (1996) was not significantly larger than that found in a 
community sample. Nonetheless, the overall percentage of 20% of the sample falling 
above the cut-off appears slightly elevated when compared with that of the 
community sample reported by Forsyth et al., and that of Thomasgard and Metz 
(1996) who reported that approximately 11.07% of a community sample of 5 to 10 
year old children fell above the cut-off point. Two items, 7 often check on my child at 
night...’ and ‘sometimes I get concerned that my child does not look as healthy as 
s/he shoulcf had mean ratings on ‘mostly false’ compared to the remaining items, 
which seemed closer to ‘definitely false’
Thomasgard and Metz (1995) suggested that those children perceived as being more 
vulnerable may experience lower social confidence, and therefore underlines 
vulnerability perceptions by parents as a potential source of negative influence for 
children in the context of sibling illness. The findings of the present study appear to 
only weakly support the hypothesis that children in family systems coping with 
chronic illness will be more likely to be perceived as vulnerable to health problems. It 
is notable that birth order was not found to be significantly related to vulnerability
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perceptions, in contrast to an earlier finding by Thomasgard, Shonkoff, Metz and 
Edelbrock (1995).
Authors have varied in the extent to which they had identified the presence of 
concurrent health difficulties as influential health difficulties. Thomasgard (1998) 
notes that both concurrent illness and previous life threatening illness may be 
predictors of vulnerability perceptions in samples of children up to the age of 6. De 
Campo, Macias, Saylor and Katikaneni (2004) have recently reported a sample of 
children who had previously accessed a neonatal intensive care unit, finding that 
caregiver reported child vulnerability perceptions were the sole predictor of child 
behavioural outcomes. However, it is interesting to note that, despite the absence of 
a control population, medical difficulties did not correlate with levels of perceived 
vulnerability.
The finding that caregiver perceptions of child vulnerability were significantly 
associated with psychosocial outcomes in the form of the Total Difficulties Score and 
the Hyperactivity subscale of the Strengths and Difficulties Questionnaire (SDQ) 
represents an additional finding of interest. The specific association of hyperactivity 
is difficult to place into the context of commentaries relating to ‘vulnerable child 
syndrome’, although in reviewing the items relating to hyperactivity on the SDQ, it is 
possible that such behaviours represent a wider emotional difficulty as will be 
discussed forthwith. A further, more speculative possibility may relate to the 
tendency toward difficulties in limit setting for parents who perceiving their child as 
vulnerable (Thomsgard, 1997). Links to the attention/hyperactivity items of the SDQ 
may be related to a wider lack of structure in the child’s life.
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Although non-significant, the trend towards a higher percentage of children perceived 
as vulnerable prompts some additional consideration, particularly in light of the age 
range from 9 to 16 years of age. Although limited to a small effect size, it is possible 
that the presence of a child with a chronic physical illness may be sufficient at a low 
level to override historical beliefs that an older sibling would tell parents about any 
health concerns (Thomasgard and Metz, 1997). This may prompt a small but 
influential tendency towards the focusing on a sibling’s health, although somewhat 
less than the ‘health vigilance’ proposed by Thomasgard and Metz (1995).
As a future extension, it would be a desirable step would be to request parents to 
rate both the sibling and their offspring attending treatment on the vulnerability scale 
in order to establish where each fell on the vulnerability continuum, allowing the 
control of parental perceptual factors not addressed here. Furthermore, although the 
overall vulnerability scores did not differ between diagnosis groups, there was a trend 
towards a larger number of children above the cut-off in the families with children 
who had cardiological problems. Due to the size of this sample, clear comparisons 
could not be made between the two conditions in the present study. However, there 
remains a potential for differences in vulnerability between groups, possibly though 
due to a family illness experience, which is congenital in origin (e.g. heart problems). 
This therefore represents an additional area for future research consideration.
4.2.3 Parent perceptions of sibling health vulnerability and psychological 
adjustment
In a sample with a mean age of 10.71 years, Anthony et al. (2003) found that child 
vulnerability scores significantly predicted both general social avoidance and specific 
distress in novel social situations. It is therefore interesting to note that no significant
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relationship existed in this study between child vulnerability ratings and the Peer 
Problems sub scale of the SDQ. The mean age of the present study sample of 12.06 
is close to that of Anthony et al’s sample, with the age range of the two samples also 
similar (7 to 14 years of age for the sample by Anthony et al., and 9 to 16 for this 
sample). The defining difference between the two samples is the existence of a 
concurrent physical illness in the children being rated in Anthony et al’s study.
It is valuable to consider the distinction made by Thomasgard and Metz (1997) that 
parental overprotection has a behavioural manifestation and perceptions of child 
vulnerability as a broader belief. Although authors have tended to find a small 
correlation between the constructs of overprotection and vulnerability, it is possible 
that overprotective behaviour was a key unmeasured variable in the study reported 
by Anthony et a i, (2003). In this respect, overprotective behaviour may have some 
influence on the strength of a relationship between the vulnerability measures with 
psychosocial outcome, whilst also being somewhat related to vulnerability itself.
It is possible that the addition of an overprotection measure may have allowed a 
greater insight into the nature of a relationship. The additional insights provided by 
Mullins et al., (2004) may go further to suggest the need for a complex model to 
account for such relationships in the domain of child illness. Specifically, comments 
by Mullins et al. suggest that factors such as the presence of child illness may be 
necessary to ‘convert’ vulnerability perceptions into an overprotective behaviour. In 
this study, it may be evident that the level of vulnerability generally experienced by 
parents of siblings did not reach the sufficient threshold to prompt overprotective 
behaviours, and subsequent emotional symptoms.
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These hypotheses require additional testing with multiple populations, both in families 
impacted upon by illness and those unaffected, including parental perceptions of both 
children with physical illness and their well-siblings. Nonetheless, as has been 
previously discussed, some slight elevation of vulnerability perceptions in families in 
combination with the context of illness may have a broadly adaptive effect.
4.2.4 Health self-efficacy and associations with psychosocial outcomes
Commentaries by a number of authors have highlighted the need to remain aware of 
both positive and negative outcomes for families affected by child illness (Murray, 
1999), in addition to emphasising the need to avoid retaining a ‘maladjustment’ view 
(e.g. Kasak, 1995 and Glidden, 1993). To this end the finding that the mean self- 
efficacy item scores were significantly higher in this sample than in the 
standardisation sample for the measure (see Froman and Owen, 1991) is of 
considerable interest. This finding is perhaps made more significant when it is 
considered that although valid for this age range (Froman, personal communication), 
the School Health Self-Efficacy Scale published sample had the age range of 15 to 
18, compared to the sample reported here of 9 to 16. Based on age alone, it might 
be predicted that self-efficacy in this sample would be lower than the older age 
group.
Such an outcome suggests a potentially facultative effect, in families coping with child 
illness, for the development of personal health efficacy. This finding is made more 
clinically relevant given the relationship between self-efficacy and psychosocial 
outcomes, particularly in the context of the range of significant correlations between 
self-efficacy and the subscales of the strengths and difficulties questionnaire. This 
finding is also consistent with comments by Bandura (1986,1997) relating to the
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generalised nature of, self-efficacy beliefs in accounting for adjustment, and suggests 
the potential for health self-efficacy to act as a buffer and source of resilience. The 
concept of resilience has been addressed in numerous different forms, although is 
felt to represent ‘the capacity to overcome adversity’ (Prilleltensky, Nelson & Perison, 
2001) and will be discussed in more detail shortly.
The significant association between self-efficacy beliefs and emotional symptoms is 
consistent with the literature already reviewed here. However, why such beliefs might 
predict specific difficulties in conduct problems requires some additional 
consideration. Kim and Chitanti (2003) have recently attempted to use a combined 
measure of both externalising and internalising behaviours, but the social self- 
efficacy measure used in their study was not found to be a significant predictor. In 
the sample reported in the present study, as children’s self-efficacy ratings were 
lower, an association occurred with increased levels of parent-reported conduct 
variables. A potential explanation of this association relates to the literature outlining 
the association between domain specific self-efficacy beliefs and general self-efficacy 
beliefs (e.g. Smith, 1989). Bandura (1995) has noted that ydung people with a high 
level of belief in their ability to self-regulate in a domain such as learning will also 
regulate their behaviour in other areas. Bandura notes that ‘socially discordant 
behaviour’ may be one such consequence. It seems possible that children’s belief in 
their efficacy to self-regulate their own health through the use of specific health 
related behaviours may have similar implications for other self-regulated behaviours 
and activities in the social domain.
The implications of finding that in older siblings, a greater age gap relates to a 
decrease in health self-efficacy are unclear. It may be the case that the actions of 
parents supporting their children in the context of having a child with a chronic illness
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do seek to minimize the differences between, and encourage efficacy and resilience 
in both children (Horwitz & Kasak, 1990). It is possible, that the greater the age gap 
between children, the greater the likelihood that the elder sibling may be perceived 
as independent (Eiser, 1993, Barbarin et al., 1995). This may lead to siblings who 
are considerably older than their unwell brother or sister being assumed not to 
require additional support in developing their independence. The likelihood that older 
siblings will be ‘confronted’ (Barbarin, et al., 1995) with responsibility, rather than 
through a mutual exercise of growth in the family coping adaptively with illness may 
increase. The exact nature of situational determinants of health self-efficacy remains 
unclear. In order to clarify the nature of these effects, the study would need to be 
repeated, but with the inclusion of a child reported measure of parental health 
behaviours and beliefs.
Although limited, the use of the Strengths and Difficulties Questionnaire (SDQ) 
provides a general indicator of somatic complaints in the form of the item ‘Often 
complains of headaches, stomach-aches or sickness’. Zeltzer et al. (1996) have 
previously noted that somatization is a key outcome impacted by sibling illness, to
I
the extent that some had similar scores for children accessing specialist mental 
health services. While normative data at an individual item level is not available for 
this sample, 41.4% of parents rated their children as in the ‘somewhat true’/’certainly 
true’ categories. The significant correlation between health self-efficacy beliefs and 
this specific item perhaps goes some way towards considering the association 
between levels of self-efficacy and subsequent anxiety reactions of a health related 
nature (Muris, 2002). Such an idea is prompted by Garralda’s (2000) comments that 
somatic symptoms may arise particularly in children who hold a constellation of 
beliefs about illness and ‘disease conviction’, reinforced by parents and other
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models. A key consideration for future replication of this study would be the use of a 
more extensive and specific self-report somatization measure.
4.2.5 -Self-efficacy and sibling resilience
Rutter (1999) states that the term resilience refers to ‘a relatively good outcome for 
someone despite his or her experience of situations that have been shown to carry a 
major risk for the development of psychopathology’ (p i 20). While research evidence 
suggests that the risk for siblings is in the moderate range, it is apparent that the 
broad difficulties experienced by this sample were in the normal range, consistent 
with the idea of siblings being resilient in the face of family stresses.
In considering the level of self-efficacy found in this sample, and the relationship of 
self-efficacy to psychological outcomes, it is possible to conceptualise self-efficacy as 
both a source and a result of other factors promoting resilience. Bandura (1997) 
notes that the provision of ‘enabling social supports’ can help in prompting ‘masterful 
resilience’ (pi 73). It could be proposed that parents in this study have through their 
behaviour facilitated both age appropriate, and above age level self-efficacy for 
health.
In reflecting Mullins et a i, (2004)’s comments about the conversion of vulnerability 
into overprotective behaviour, it is also possible that the minor elevation in the 
proportion of vulnerability perceptions above the cut off in this sample is an indicator 
of a trend towards a focus on health resources in parents. This may then prompt 
parents to act in ways to facilitate their children to develop their own skills, rather 
than assume dominant parenting. Parents may feel inclined to prepare siblings to 
be independent, but may also indicate a systemic drive to ‘enable’ all the siblings in a
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family to be resilient in their health behaviour. Consistent with the observation of 
Barbarin et al., (1995) of a ‘sense of mastery and increased maturity’ in siblings, this 
would serve the purpose both of increasing the health resilience of a child, and 
perhaps have the additional benefit of allowing a parent to spend additional time 
supporting the child with a medical condition.
Therefore, rather than encourage dependence (Thomasgard and Metz, 1995) 
‘enabling social supports’ could be the result of a subtle increase in the awareness of 
parents of their children’s health. This may facilitate the level of health self-efficacy 
experienced by these children. It is interesting to view this proposal within the wider 
context of work by Feeney and Ryan (1994). These authors report the results of a 
study of college students, which indicated that early family illness experiences 
impacted on later health care usage, and that an anxious/ambivalent attachment 
style was linked to increased symptom reporting. This attachment style in itself was 
related to parental overindulgence and overprotection. The long-term outcomes of 
early experiences for siblings appear intertwined with numerous elements of 
parenting experiences.
4.2.6 -  Self-efficacy and the impact of control beliefs
In extending the idea of self-efficacy as part of the context of resilience, it is important 
to briefly further consider points raised by Prilleltensky, Nelson and Peirson (2001). 
They propose that power and control in children’s lives, particularly in relation to the 
development of wellness consists of a number of factors, including the opportunity to 
'exercise participation and self-determination’, and ‘experience competence and self- 
efficacy which Instil a sense of stability and predictability in life’ (p i 45). Such issues 
are particularly pertinent when considering research outcomes reported by
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Houtzager, Grootenhuis, Hoekstra-Weebe and Last (2005), who found that outcomes 
for siblings were predicted by a sense of optimism in the outcome for their unwell 
brother or sister. They highlight in particular the use of ‘predictive control’, in which 
individuals ‘fry to predict events so as to succeed at them’ (p92 - Groontenhuis, Last, 
Graaf-Nukerk & Van derwel, 1996).
It is possible that the positive outcome of self-efficacy in this sample is a 
manifestation of sibling’s search to develop control strategies. An increased sense 
of one’s own ability to cope with illness may have an impact on siblings’ wider sense 
of well-being and optimism for their own sibling. Such thinking is consistent with the 
comments by Gardner (1998) who has previously noted the buffering effect of such 
control strategies.
Moving to a wider level of interaction, strategies to increase health self-efficacy in 
children may result from control strategies being implemented by his or her parents. 
Principally this may take the form of increasing the health related skills, and efficacy 
of their children in order to engender a positive sense that illness is controllable, and 
increase their confidence that health outcomes can be controlled for both children 
(Houtzager et al., 2005).
4.2.7 -  The relationship between parenting in family systems coping with child 
illness, sibling health self-efficacy and sibling adjustment
The basic criteria (Baron and Kenny, 1986) for self-efficacy to be considered an 
intervening variable between the vulnerability and psychological outcome scores was 
not met, primarily because of the lack of a persuasive association between the
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vulnerability measure and the self-efficacy construct. This was apparent despite 
limitations to statistical analysis due to sample size.
The rationale for suggesting such a relationship was motivated by the literature 
surrounding both the systemic influence in families with child illness as a stressor 
(e.g. Kazak et al., 1995) and the work of Bandura (1977,1986,1997) in outlining the 
factors, which influence the development of efficacy, principally mastery experiences 
and modelling. It was suggested that higher levels of vulnerability and the 
experience of having a child with a chronic physical illness might restrict the mastery 
experiences and modelling of autonomy that parents provided to their children due to 
parental anxiety.
The results of this study contrast with this hypothesis, and to some extent provided 
evidence of an opposite effect, specifically that children in this sample had higher 
mean item scores than a non-illness sample of young people previously reported by 
Froman and Owen (1991). As has already been discussed, a different parenting 
quality may emerge in the context of family stress due to illness, which then serves to 
moderate the effect of parental concerns relating to vulnerability.
Purdie, Carroll and Roche (2004) have recently examined the factors relating to self- 
regulatory behaviour in adolescents and parenting qualities, with self-efficacy said to 
be a part of this self-regulatory construct. Regulatory behaviours were significantly 
related to parental involvement, the extent to which parents were responsive, but not 
to levels of autonomy and strictness. These authors subsequently suggest that ‘if we 
were to offer advice to parents based on the findings of our study, it wouid be this: 
‘be invoived with your adoiescent chiidren' (p674). In considering the results of the 
present study, parents in this sample, rather than becoming overprotective of their
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children without chronic illness, may instead increase their involvement and 
accessibility to their offspring, increasing the self-regulatory efficacy of these siblings. 
As suggested, this involvement may arise from awareness in parents of the potential 
for children to be vulnerable, based on perceived similarities with their unwell 
offspring (Horwitz & Kazak, 1990).
In considering both the preceding discussion of predictors relating to self-efficacy, 
and the level of self-efficacy found in this sample, a broader issue exists in relation to 
the developmental pathway for self-efficacy. A number of authors (e.g. Ehrenberg 
and Cox, 1991, Grissom and Borkowski, 2002) have commented on the variability of 
research focusing on the development of self-efficacy beliefs. This variability 
represents a difficulty in placing the results of the current sample into context, 
specifically in considering the extent to which health self-efficacy beliefs in this 
sample of young people may already be strong and in place prior to the onset of a 
sibling's illness. If children the age of this sample were already hearing the end of 
the development of their health beliefs prior to the onset of illness, this may have the 
effect of masking more subtle effects of sibling illness across the sample when the 
group was analysed as a whole. Such factors can only truly be taken into account 
through the use of an age matched control sample.
4.4 Limitations and Future Research
A key caveat of the present study is the small sample size gathered from the project 
sites. In total, 174 initial invitation letters were sent to families. The recruitment of 
families in the study time period was a difficult process, and the reduced sample size 
places a limitation on both the type and power of the analysis carried out in the 
present study. Nonetheless, an important consideration when planning the study
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was sensitivity to the pressures families being recruited to the study may be 
confronting, and the extent of follow-up was tailored and limited accordingly.
Due to the nature of the recruitment at two of the study sites, there existed an 
imbalance in the sample in favour of Site 1. This is particularly significant in relation 
to the clear divide in the form of chronic illness experienced by the two samples, 
oncological and cardiological. In this context, it is valuable to consider the finding by 
Sharpe and Rossiter (2002) that the severity of illness experienced by siblings did not 
significantly increase effect sizes for adjustment problems. Although the present 
study has been limited in the extent to which it addresses issues such as recent 
acute episodes of care, it has attempted to take into account systemic factors such 
as number of siblings and birth order thought to be theoretically relevant to the self- 
efficacy construct under consideration. While the sample size has to some extent 
limited smaller factors in this study, such as the slightly larger number of siblings 
above the vulnerability cut-off in the cardiology group, diagnosis group has not been 
indicated to be a significant influence in other areas of the analysis.
The sample characteristics of this study were also limited with respect to the diversity 
of caregivers, with mothers acting as informants in a majority of cases. This 
limitation is not inconsistent with the samples used in previous studies (e.g. Taylor et 
al., 2001), and mirror research findings in wider child health research (Ramchandani 
& McConachie, 2005). Such a trend may be indicative of the role for mothers in a 
caring capacity, and may hint at a potential need to address the vulnerability 
perceptions of fathers, who may have different positions within the family system 
impacted by child illness (Kasak et a!., 1995).
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The familles contacted in this study were informed clearly that their participation 
would not impact on the care that their family received. It is possible that the sample 
that responded to the present study could be more homogenous due to factors, 
which might influence individuals to participate in research in other contexts (e.g. 
time availability). However, it is also the case that families recently diagnosed may 
have been influenced by a concern that their healthy offspring may be experiencing 
negative effects of a sibling illness. These particular qualities were not possible to 
establish in the present sample, and may represent support for a more qualitative 
design in order to explore such factors. As an interesting footnote, some difficulties 
were encountered in the early stages of this study when some families responded to 
the strengths and difficulties questionnaire with details of the child on treatment. 
Such a response may indicate an understandable focus on physical symptoms within 
the families themselves (Glidden, 1993), with an expectation that a measure of 
psychological outcome would be expected to relate to the child who is experiencing 
physical illness.
In the present study efforts were made to control for the influence of theoretically 
important factors, specifically the number of siblings in families, and the birth order of 
the siblings taking part. However the level of diversity of ethnicity in the study sample 
was limited, and the potential socio-economic context of siblings was not accounted 
for. Both hospital sites accepted referrals on a regional and national scale, and it is 
also the case that the blanket nature of the initial invitation distribution was sent to 
clinic lists rather than selecting specific families. While Bandura (1997) has noted a 
consistency of the self-efficacy construct across a range of cultures, a priority for 
future research must be adequate control and addressing of these variables. This is 
particularly salient when considering the potential for cross-cultural factors in health 
beliefs and parenting activities.
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Houtzager et al.,(2005) have recently advocated a need to focus on the mechanisms 
of coping that may help siblings, also noting that in their sample of 83 siblings one 
month post diagnosis, sibling health concerns before their brother or sister received a 
diagnosis was associated significantly with negative emotions. A consideration for 
future studies may be the incorporation of the factor of prior sibling illness. In light of 
the variable length of time since diagnosis in the present sample, such data may 
have been difficult to establish in the present methodology. However, opportunities 
may exist to gain information about sibling health history through a more sensitive 
interview method, which would also be consistent with broader findings relating to 
vulnerability found in the research of Thomasgard et al. and others.
It is the case that the present study, due to ethical and practical restrictions, was 
limited to the use of parent perceptions of sibling’s adjustment. Sharpe and Rossiter 
(2002) have previously noted the tendency towards increased negativity in parent- 
report outcome measures, and it is possible that the correlations between predictor 
measures used in the present study may have been artificially inflated through any 
response bias in parents/caregivers. This is particularly the case in relation to the 
child-vulnerability construct, which through its very nature may enhance a negative 
perception of child outcome, particularly in relation to internalising behaviour 
(Thomasgard and Metz, 1996).
Whilst it is interesting to note the observation by Goodman et al., (2000) that the child 
self-report version of the SDQ measure in isolation is the poorest predictor of mental 
health difficulties; it is the case that multi-informant perspectives on sibling 
adjustment would be a significant benefit. The Strengths and Difficulties 
questionnaire was selected for its length, and screening efficacy (Goodman et al..
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2000) although may nonetheless not be the optimal tool for future studies. This is 
particularly the case when considering the difficulty in applying a self-report measure 
that is appropriate and sensitive for the age range of the group under study, with a 
single measure desirable in order to maintain consistency across the sample. Future 
research would benefit from the use of parent and child reported emotional and 
behavioural outcomes. It is also the case, in considering links between specific self- 
efficacy beliefs and related specific anxiety outcomes (see Muris, 2002) that the 
addition of a child self-report health anxiety measure such as that outlined by Wright 
and Asmundson (2003) would be beneficial
The decision was made in this study to employ a multi-item measure of vulnerability. 
This is consistent with the use of the Child Vulnerability Scale (CVS) by authors such 
as Thomasgard and Metz (1996), Anthony et al., (2003) and De Compa at a/.,(2003). 
These studies have employed the CVS with a range of ages from 4 years of age to 
14, although in all cases this measure has been employed with either community or 
paediatric samples. This is a contrast to the vulnerability measure used by Zeltzer et 
al., (1996) which featured a smaller number of items with a dichotomous ratings 
scale, and which did not allow for exploration of the association between continuous 
measures, or to compare the level of ‘vulnerability’ to a community sample derived 
cut-off (e.g. Forsyth et al., 1996). While the published use of this measure in the UK 
has been limited, reliability of the scale in this study was found to be acceptable, 
justifying the use of this scale. The predictive validity of the scale also appears to be 
somewhat supported by the correlation of the vulnerability scale with the emotional 
symptoms scale of the SDQ.
The original project protocol proposed to employ two measures, the School Health 
Efficacy Questionnaire (Froman and Owen 1991) and the Middle School Self-Efficacy
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Questionnaire (Bray et al., 2003), the latter intended for use with children from age 
11 to 14. These two measures represented the only available domain specific 
measures of self-efficacy relating to health. However difficulties were experienced in 
gaining ethical approval for the use of the Middle School Self-efficacy questionnaire.
Froman (personal communication, 2005) has indicated that during the 
standardisation of the School Health Efficacy Questionnaire (Froman and Owen, 
1991), the scale was utilised successfully with a range of ages from a group of gifted 
6 year olds, and including children up to age 17. Cronbach Alpha and split half­
reliability scores were found to be adequate for this scale. Nonetheless, it is possible 
that part of the variation in self-efficacy scores was related to the types of tasks that 
would be expected to be age appropriate. However, it is the case that self-efficacy 
total scores were not related to sibling age in this sample as they might be expected 
to. That self-efficacy development appears unrelated simply to maturational factors is 
consistent with the theoretical model outlined by Bandura (1977), specifically in 
relation to the sources of self-efficacy in the form of modelling experiences and 
mastery opportunities. Due to the potential benefits of comparison to an age matched 
control population, this represents a priority for any extension of this study.
In reviewing the present study, there is evidence of clear additional avenues for 
future research. As has already been considered, one possibility may be to 
investigate the parallel use of health efficacy measures for not only siblings, but also 
their brother or sister. This may increase the potential to address whether 
perceptions of similarity between siblings (Horwitz & Kazak, 1990) might extend to 
the types of support provided in the development of health self-efficacy. More 
specifically this would allow an exploration of the proposal that in the context of child 
illness, parents engage in efficacy developing behaviours for all offspring.
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Additional theoretical alterations in order to extend this research may be an attempt 
to account for the actual parenting changes that may occur in families outlined in this 
study, and how this might relate to health self-efficacy. Taking into account the work 
of Purdie, Carroll and Roche (2004) it would be beneficial to address the particular 
forms of interactions that elevate health-self efficacy in this sample. Such information 
could be viewed in the context of the modes of efficacy development already outlined 
by Bandura (1997), and whether the most frequent forms of health efficacy modelling 
in families affected by child illness may differ from those in age matched peers. 
Furthermore, whilst self-report methods may provide some insight into levels of 
involvement by parents and its relationship with the health of their children, it may be 
that only more qualitative methods can provide the richness of information that would 
enable further insight into these events.
4.5 Clinical implications
It is critical to recognise that the contribution of apparent high levels of health self 
efficacy reported by siblings in the present study provides further evidence of a need 
to move aware from an pathological model for families coping with child illness or 
disability (Glidden, 1993). That this finding emerged in the context of families with an 
experience of both cancer and chronic heart problems adds additional support for 
this position. Nevertheless, it remains the case that the outcome of the present study 
also highlights areas in which both clinicians can provide effective support to siblings 
coping with the health difficulties of a brother or sister.
The replication of Taylor et al., (2001 )’s finding of increased emotional difficulties in 
sibling’s supports further the need to consider adequate interventions to both detect
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and support the emotional responses of these children. Despite the increase of 
research addressing the outcomes for the brothers and sisters of children with 
chronic illness, there does not appear to be a similar increase in targeted intervention 
programs. Barlow and Ellard (2004) have recently noted the lack of evaluated 
psychosocial interventions for siblings. This is a particular consideration since 
psycho-educational interventions may represent the least resource-intensive 
approach to intervention in smaller services unable to provide more intensive 
interventions such as those described by Morison et al., (2003) and Houtzager, 
Grootenhuis and Last (2001).
The issues of self-efficacy in the present study, and its association with emotional 
outcomes may suggest a specific focal point for intervention. Although this sample 
was found to have a significantly higher mean level of health self-efficacy, the longer- 
term benefits of efficacy beliefs could be exploited as a source of support for children 
in these circumstances. This may particularly extend to considering the longer-term 
implications for older siblings of children with chronic physical illness. Findings 
reported here reinforce that whilst these experiences may increase ‘personal 
maturity’ (Bendor, 1990), a greater age gap between siblings may also lead to 
increased self-care responsibilities at an early stage. Intervention may be required in 
order to ensure that if this occurs, appropriate modelling and skills development is 
available.
The effectiveness of intervention for children in school settings for education tasks 
has already been explored (Fall & Mcleod, 2001), and it is conceivable that 
interventions aimed at promoting efficacy in developmental health tasks may 
represent a practical avenue for intervention for siblings. The possibility remains that 
a focus on self-efficacy could also extend to ‘collective family efficacy beliefs’ of
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parents and adolescents (Caprara, Regalia, Scabini, Barbaranelli, & Bandura, 2004). 
Enhancement of the efficacy of family functioning could represent the foundation for 
interventions within families coping with child illness.
4.6 Conclusion
Whilst the results of this study of families affected by child chronic illness allows for 
only equivocal conclusions they do appear to provide further insights into constructs 
only sparingly examined in previous sibling research, which seemingly have the 
potential to be resilience promoting for siblings coping with their brother or sister’s 
illness.
Parental perceptions of child vulnerability were not related to health self-efficacy 
beliefs in any substantial way, although they were related to both sibling total 
difficulties and hyperactivity scores. It is proposed here that the non-significantly 
higher number of children falling into the Vulnerable’ range in this study, and the 
slightly higher scores on a small number of health vulnerability items may be 
indicators of a trend towards ‘health awareness’ rather than ‘health vigilance’ 
(Thomasgard and Metz, 1995) which may have facilitative effects, indirectly, on child 
self-efficacy beliefs via parenting behaviour.
Brazier and Duff (2005) have recently echoed the comments of a number of authors 
by noting the tension between improvements in treatment technologies, and the 
associated challenges for families and professionals alike in supporting young people 
impacted by illness. As such, the present findings relating to health self-efficacy 
suggest that enhancing the naturally occurring parenting support for siblings could 
provide the basis for positive adjustment experiences in the face of such challenges.
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This suggests that even within the context of the web of difficulties associated with ill 
health (Fleitas, 2000) children and young people are able to be resilient and respond 
perhaps beyond their developmental age.
As medical treatment increases in its effectiveness, it is intuitive that families will 
evolve and adapt to the longer-term consequences of child physical illness. Due to 
the difficult and potentially traumatic experiences of siblings (Alderfer, Labay, & 
Kazak 2003) coping with the illness of a brother or sister, adjustment difficulties are 
likely to remain a common experience for siblings, especially in the short term 
(Houtzager et al, 2003). However, the exploratory findings of this study suggest not 
only a potential target for intervention by professionals, but perhaps suggest a subtle 
way in which parents may aid their children’s adaptation and development in the 
context of the long term challenges of chronic physical illness.
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Page 1 o f2
| Q  You forwarded this message on 3/1/2005 1:20 PM.
W hite  N M r (P G /T  -  Psychology)
From: Froman, Robin D [Froman@uthscsa.eclu] Sent: Tue 2/1/2005 3:15 PM
To: White N Mr (PG/T - Psychology)
Cc:
Subject: RE: School Health Questionnaire
Attachm ents:
Hello Nicholas-
When we originally developed the SHEQ we were working out of a school of education 
and had a number of teachers of gifted and talented children interested in our project. 
We did in fact use the SHEQ with som e of the gifted and talented children as young as 
6 years old. W hile they are not representative of younger children in general, these 
kids were able to respond to the instrument v/ith no problem. At the point of 5^  ^grade 
(about 10 years old here) m ost of the kids, even the general classroom kids, were 
having no problem with the language. I hope this is helpful.
I am curious about what language your review board found troublesome on the 
MISSE. Can you share that?
Best regards-Robin
Robin D. Froman, RN, PhD, FAAN  
Dean and Professor,
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APPENDIX 2 -  CORRELATION MATRICES FOR KEY 
THEORETICAL RELATIONSHIP
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Correlation Matrix for Overall Score Totals/Outcomes (* indicates significance at a level of 
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Correlation Matrix for Overall Score Totals/Outcomes (* indicates significance at a level of 
P<0.05/** indicates significance at P<0.01 -  two tailed) -  items in the lower half are from 
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APPENDIX 3 -  SCATTER PLOT DIAGRAMS FOR 
RELATIONSHIP BETWEEN VULNERABILITY, SELF- 
EFFICACY AND PSYCHOSOCIAL OUTCOMES.
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Figure 2.2 -  Scatterplot of relationship between total vulnerability score and the SDQ 
Hyperactivity subscale score (total sample).
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Figure 2.3 -  Scatterplot of relationship between total self-efficacy score and total 
difficulties score (total sample).
268
MAJOR RESEARCH PROJECT APPENDIX 3
10.00 -
1.0 0 -
6.0 0 -
i
Q
(0
o oo4 .0 0 -
2 .0 0 -
O OO0.0 0 - O Oooo
90.0080.0070.005 0 .00 60.00
Total Self-efficacy score
Figure 2.4 -  Scatterpiot of relationship between total self-efficacy score and 
emotional symptoms subscale score (total sample).
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Figure 2.5 -  Scatterpiot of relationship between total self-efficacy score and conduct 
problems subscale score (total sample).
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Figure 2.6 -  Scatterpiot of relationship between total self-efficacy score and 
Hyperactivity subscale score (total sample).
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Figure 2.7 -  Scatterpiot of relationship between total self-efficacy score and Prosocial 
Behaviour subscale score (total sample).
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AT FIRST REVIEW (MULTI-SITE RESEARCH ETHICS 
COMMITTEE)
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SL6 Unfavourable opinion at first review 
Version 2, October 2004 t t j t ;
Mr Nicholas White
The Local Research Ethics Committee
Telephone;
Facsimile:
Email:
Dear Mr While 
Full title of study:
REC reference number: 
Protocol number:
Carer perceptions of child vulnerability and self-reported health 
self-efficacy beliefs in siblings of children with chronic physical 
illness
The Research Ethics Committee reviewed the above application at the meeting held on 17 
November 2004.
Ethical opinion
The members of the Committee present decided that it was unable to give a favourable 
ethical opinion of the research, for the following reasons:
The Committee's main concerns were that you may be looking at the wrong child profile 
(siblings of children with cancer as opposed to other chronic diseases); the potential for 
distress to the children involved; that the questions were not appropriate to the age group; 
that they were unable to understand the statistical calculations and that there was no support 
mechanism in place in the event of distress.
The Committee also made the following comments:
i) The Committee recommended that not only the Chief Investigator’s contact details but also 
hospital staff contact details should be included in the information booklet.
ii) The Committee sought clarification as to why, where there are than two siblings, t it is 
necessary for the sibling closest in age to the child having treatment to complete the 
questionnaire. ■
iii) The Committee questioned the wording of the statement in the Siblings Project 
Information Sheet 'There are no real risks of taking part in the study, although it may make
An advisory committee to 1 Strategic Health Authority
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you think about what has happened to your family a bit more’. It was felt that this could lead 
the siblings to think that they should be worrying about their situation.
iv) The Committee felt that the Questionnaire Cover sheet was rather complicated for 9-14 
year olds. They also noted that this should refer to the Assent, rather than Consent, Form for 
children. It was suggested that the project be restricted to children over 11 years old.
v) The Committee requested details of the statistical software used as our statistician 
queried the statistics used.
vi) The Committee suggested that in the letter to parents you stated that they may wish to 
discuss participation in the study with their GP or theirVchild's teacher.,
I regret to inform you that the application is therefore not approved.
Options for further ethical review
You may submit a new application for ethical review, taking into account the Committee’s 
concerns. This would be processed in exactly the same way as any new application. You 
should enter details of this application at Question A55 on the application form!
Alternatively, you may appeal against the decision of the Committee by seeking a second 
opinion on this application from another Research Ethics Committee. The appeal would be 
based on the application form and supporting documentation reviewed by this Committee, 
without amendment. If you wish to appeal, you should notify the Central Office for Research 
Ethics Committees (COREC) in writing within 90 days of the date of this letter. If the appeal 
is allowed, COREC will appoint another REC to give a second opinion within 60 days and will 
arrange for the second REC to be provided with a copy of the application, together with this 
letter and other relevant correspondence on the application. You will be notified of the 
arrangements for the meeting of the second REC and will be able to attend and/or make 
written representations if you wish to do so.
The relevant COREC contact point is:
Documents reviewed
The documents reviewed at the meeting were;
Document Type: Version: Dated: Date Received:
Application
Investigator CV
Protocol 8
Covering Letter
Summary/Synopsis 8
Compensation
Arrangements
Copy of Questionnaire 3
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Letters of Invitation to 
Participants
3
Participant Information 
Sheet
Participant Consent 
Form
3 (
Membership of the Committee
The members of the Ethics Committee who were present at the meeting are listed on the 
attached sheet.
Notification of other bodies
This letter is confidential but we shall notify the host organisation of the outcome of the 
review.
Statement of compliance
The Committee is constituted in accordance with the Governance Arrangements for 
Research Ethics Committees (July 2001) and complies fully with the Standard Operating 
Procedures for Research Ethics Committees in the UK.
r Please quote this number on all correspondence
Yours sincerely
Chair
Enclosures List of names and professions of members who were present at the meeting
and those who submitted written comments
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Nicholas White
Trainee Clinical Psychologist
ADDRESS
ADDRESS
ADDRESS
ADDRESS
DATE 2005
REC Chairman, Lay Member
C/o NAME (REC Administrator)
NAME NHS Trust
ADDRESS
ADDRESS
Dear
Full title of study: Carer perceptions of child vulnerability and self-reported health
self-efficacy beliefs in siblings of children with chronic physical 
illness
REC reference number: Resubmission:
Thank you for your letter dated DATE 2004 in which you outlined the ethics committee 
decision in relation to the above project. This project has now been resubmitted for the 
approval of the committee (REC reference number ), and NAME (REC
administrator) has suggested that it may be helpful to provide you with a written outline of 
the changes which have been made to this study. In order to structure this letter I have 
included the previous comments outlined by the committee in bold, and hope to have 
provided helpful updated infomratlon to respond to these comments In Italics.
1) Thé Committee’s main concerns were that you may be looking at the wrong 
child profile (siblings of children with cancer as opposed to other chronic 
diseases)
Through discussion in the initial project development between myself and Dr NAME 
NAME (Lead Child and Adolescent Clinical Psychologist, NAME) it was felt that we 
should focus on families with children have an ongoing contact with care services due to 
physical health difficulties. Research by Taylor, Fuggle and Charman (2001) which ' 
focused on a sample of siblings of children accessing oncology sen/ices at the Royal 
Marsden Hospital, also addressed families with children who had been diagnosed with 
cystic fibrosis, muscular dystrophy, severe diabetes and severe epilepsy at other 
hospitals. It is hoped that this study, using the same criteria as Taylor et al of 3 month 
period of diagnosis and ongoing care routines will therefore address families impacted 
upon by critical illness of a number of different types.
2) the potential for distress to the children involved;
3) that the questions were not appropriate to the age group;
In order to minimise the level of distress experienced by children involved,- arid to 
accommodate possible issues relating to the understanding of this measure, the
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Strengths and Difficulties Questionnaire (Goodman, 1997) child report measure of 
emotional and behavioural adjustment has now been removed from the study. There will 
only be a parent report version of this questionnaire.
4) that they were unable to understand the statistical calculations
In order to address concerns relating to the statistical calculations used in the study, an 
initial review of the statistics was carried out using the criteria for power calculations 
outlined by Cohen, (1988). Subsequent consultation was undertaken with both my 
university supervisor, Dr James Murray (University of Surrey) and with Dr NAME NAME 
(Statistician, NAME) in order to ensure the veracity of the statistical information included 
in the study submission. As a consequence the information in relevant sections of the 
COREC form and the project outline has been changed in order to reflect greater clarity of 
the statistical power calculation.
5) and that there was no support mechanism in place In the event of distress.
In response to initial feedback from the ethts committee, and the difficulty in appointing a 
local investigator at the proposed Glasgow research site, this site will no longer be 
included in the study.- As a consequence, a new research site has been developed based 
at NAME Hospital. This has enabled two local investigators to be appointed in order to 
provide direct access to a naméd clinician at the study research sites. These named 
individuals will be Dr N M IE  (Clinical Psychologist) from NAME Hospital and Dr NAME 
(Lead Child and Adolescent Clinical Psychologist) from NAME Hospital (NAME). The 
resubmission of this study will therefore be of a study featuring local investigators.
The Committee also made the following comments:
i) The Committee recommended that not only the Chief Investigator's contact 
details but also hospital staff contact details should be included in the 
information booklet
With the addition of local investigators at both the study sites, contact information for both 
the local investigator, and the local investigator will be included in all material distributed 
as part of the study.
ii) The Committee sought clarification as to why, where there are than two 
siblings, it is necessary for the sibling closest In age to the child having 
treatment to complete the questionnaire.
Siblings closest in age to the child with chronic illness will be asked to take part in a 
manner consistent with the criteria set out by Taylor, Fuggle and Charman (2001). In 
addition, this criterion is intended to minimise the impact of order of birth effects (Eiser, 
1993) on health socialisation within multiple birth families. Furthermore, because one of 
the constructs under examination. Self Efficacy, can be influenced by developmental 
factors (Bandura, 1986, 1997) it is intended to try and minimise, where possible, potential 
age related differences in self-efficacy. It is however acknowledged that this may be 
problematic when taking into account the whole sample, and is intended to represent only 
an approximate method of control. These issues will be raised in the published 
discussion of the study outcome.
iii) The Committee questioned the wording of the statement in the Siblings Project 
Information Sheet "There are no real risks of taking part in the study, although it 
may make you think about what has happened to your family a bit more’. It was felt 
that this could lead the siblings to think that they should be worrying about their 
situation.
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This sentence ties now been removed from the Siblings Project Information Sheet.
iv) The Committee felt that the Questionnaire Cover sheet was rather complicated 
for 9*14 year olds. They also noted that this should refer to the Assent, rather than 
Consent, Form for children. It was suggested that the project be restricted to 
children over 11 years old.
A questionnaire cover sheet aimed at children participating in the study has been included 
in the submission o f documents for ethical review. Erroneous references to ‘consent’ in 
the documents have now been replaced with references to 'assent'..
It is hoped that with the addition o f these materials, and the exclusion o f the emotional 
and behavioural measure for children that this study can continue a range o f participants . 
between the ages o f 9 to 16 and their caregivers. This criterion represents an attempt to 
sample a broad age range o f the population o f siblings affected by ongoing chronic 
physical illness in their brother or sister. This is modelled on the participants o f the study 
by Taylor et al (2001). The sample in this group ranged from 8 to 16 years with a mean 
age o f 12.3 years who provided self-reported information about their perceptions o f their 
brother o r sisters health difTiculties.
v) The Committee requested details of the statistical software used as our 
statistician queried the statistics used.
An academic paper published outlining the statistical software used in the power calculation of 
the present study has been included in materials submitted for ethical review fErdfeider, E., 
Paul, F., & Buchner, A. (1996). GROWER: A general power analysis program. Behavior 
Research Methods, Instruments, & Computers, 28, 1-M)
vi) The Committee suggested that in the letter to parents you stated that they 
may wish to discuss participation in the study with their GP or their child’s 
teacher.
A sentence has been included in the Initial Invitation/Information letter (p i), which 
suggests that in the event that any health concems arise as a result o f this study, then the 
parent/caregiver may wish to consult with the child’s general practitioner. In providing 
contact details for the local investigator, it is also the case that further consultation can be 
made for other concems and parents can be directed to the appropriate support services.
I hope that the information contained within this letter will be helpful in your consideration 
of the new project submission. Both Dr NAME and I will be in attendance at the REC 
meeting on DATE 2005 in order to provide responses to any additional queries. In the 
meantime, if I can tie of any further assistance, please do not hesitate in contacting me by 
email on psm.1.nw@5urrey.ac.uk, by telephone on TEL: or at the above
address.
Thank you for your assistance in this matter. I look forward to meeting with you, and the 
other members of the committee on DATE 2005.
Yours sincerely,
Nicholas White
Trainee Clinical Psychologist, University of Surrey.
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The Local Research Ethics Com m ittee
Mr Nicholas White
Teleptione;
Facsimile:
Email;
Dear Mr White 
F u l l  t i t l e  o f  s t u d y :
R E C  r e f e r e n c e  n u m b e r :  
P r o t o c o l  n u m b e r :
C are r perceptions o f child vulnerability and self-reported health 
self-efficacy beliefs in siblings o f children with chronic physical 
illness
Thank you for your email of 2005. responding to the Committee’s request for
further information on the above research and submitting revised documentation.
The further information has been considered on behalf of the Committee by the Chair, 
Confirmation of ethical opinion
On behalf of the Committee, I am pleased to confirm a favourable ethical opinion for the 
above research on the basis described in the application form, protocol and supporting 
documentation as revised.
The favourable opinion applies to the research sites listed on the attached form. 
Conditions of approval
The favourable opinion is given provided that you comply with the conditions set out in the 
attached document. You are advised to study the conditions carefully.
Approved documents
The final list of documents reviewed and approved by the Committee is as follows.
Document Type: Version: Dated:
Date Received:
Application
t
.
Investigator CV October 2004
Protocol 
Covering Letter
10
'
An advisory com m ittee  to Strategic Health Authority
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Summary/Synopsis 9 1
Compensation
Arrangements
September 2004
Copy of Questionnaire 6
Letters of Invitation to 
Participants
6
Participant Information 
Sheet
6 (Adult)
3 (Child) '
,
Participant Consent 
Font»
Adults v3 
Child v3
Response to Request 
for Further Information
P arte
Questionnaire Cover 
Sheets
6 (Adult)
Questionnaire Cover 
Sheets
3 (Child) i
Management approval
The study should not commence at any NHS site until the local Principal Investigator has 
obtained final management approval from the R&D Department for the relevant NHS care 
organisation.
Notification of other bodies
The Committee Administrator will notify the research sponsor that the study has a favourabie 
ethical opinion. It was noted that the University of Surrey intends to apply to become a 
sponsor but the list is currently closed. Could you please inform the Committee when 
sponsorship is confirmed. This will not affect the favourable opinion now given.
Statement of compliance
The Committee is constituted in accordance with the Governance Arrangements for 
Research Ethics Committees (July 2001) and complies fully with the Standard Operating 
Procedures for Research Ethics Committees in the UK.
Please quote this num ber on all correspondence
With the Committee's best wishes for the success of this project, 
Yours sincerely,
Chair
E-mail:
Enclosures Standard approval conditions
Site approval form (SF1)
281
MAJOR RESEARCH PROJECT APPENDIX 6
i l l
l | i
0 } Q. m
II!
I I I
^ l î
I I
S'?
g g
l
4
il
3 %
8 S 
% S 
s iII
§
o
î.§•?Il
i la> Q3 5
?
i l
SU T J
II
3
a
l
K
I
3T
S
3
I
S’
§
I
0
3"
s!
1
s
I
s
I
3
8
3
C
3
O "
(D
S
C
O
3
3
S'
o
&0
1c
(D
i
INî
Sai
i
il
CD O i'
I!
T l (D
II
.S-o 
S #
II
CD 5 "
II
3 ■3
il
s ?
i
s  •
CD
Ü)
H
3 "
<D
I
i
S
m
0
1
3
?
CD
282
MAJOR RESEARCH PROJECT APPENDIX 6
sS
I
l ' Ia Q
as
II
g-3--
il
I
o
o
TJ
■g >  5“
^  8-S
II:
g- a
II
m
I I
o  71
il-
n
XI
o
3 y. 
O  Sî*
il
283
MAJOR RESEARCH PROJECT APPENDIX 7
APPENDIX 7 - LETTER OF APPROVAL FOR CHANGE 
TO POSTAL METHODOLOGY
284
MAJOR RESEARCH PROJECT APPENDIX 7
The ilocal Research Ethics Committee
Tel
Fax:
Mr Nicholas White
Dear Nick
Full title of study: Carer percepUons of child vulnerability and self-reported health
self-efficacy beliefs in siblings of children with chronic physical 
illness
REC reference number:
Protocol number:
Amendment date:
T h a n k  you for notifying the REC of the above amendment, which was received on
2005 by email. This letter is to confirm approval of the amendaient by Chaimian’s action, as 
previously advised by telephone.
The documents received were as follows:
General cover letter to be signed by the medical consuliant attached to the clinical department 
from which families have been identified and follow up letter
The amendment has been considered by the Chairman.
The REC does not consider this to be a “substantial amendment" as defined in the Standard 
Operating Procedures for Research Ethics Committees. The amendment does not therefore 
require ethical review by the Committee and may be implemented immediately, provided that it 
does not affect the management approval for the research given by the host organisations.
Statement of compliance
The Committee is constituted in accordance with the Governance Arrangements for Research 
Ethics Committees (July 2001) and complies fully with the Standard Operating Procedures for 
Research Ethics Committees in the UK. .
Yours sincerely,
Committee Administrator
SOPs version 1.0 dated February 20 04
SL26 Acknowledgement of a minor amendment
An advisory committee to Strategic Health Authority
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w m
NHS Trust
Tel: ' Fax:'
Email:
Our reference: t
Tel;'
Fax; I
To familles with children/patients after Fontan procedure
Re: Invitation to participate in a psychological study.
I am writing to you on behalf of the cardiologists at the 
Hospital. Your child has undergone a Fontan operation in ,
Hospital for very complex congenital heart disease. Over the years some 500 children 
have been treated in such a way. The majority of whom have a very acceptable quality 
of life despite ongoing disability and chronic medication. Also the majority of 
children undergoing the Fontan operation will have had 3 open heart operations 
during the course of their life and that will have put quite a lot of stresses on the entire 
family. Finally there are concerns about the long term outcome of the Fontan 
circulation. All these factors will have put a lot of stress and strain on the patient and 
their family. For us as cardiologists or more widely speaking, health care 
professionals, it is important to understand better the effect of these issues, not only 
for the patients but also their families and in particular their siblings. Enclosed vou 
will find the invitation to participate in this study proposed by Dr i 
and Nicholas White which we believe is likely to provide us with a very relevant 
insight into these issues which may eventually improve the quality of care we can 
provide to patients and their families. Thus we would like you to strongly consider 
your participation in tlris study.
With kind regards
Yours sincerely
i d
Chairman J
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DATE
To families with children/patients attending
RE: Invitation to participate in a psychological study
I am writing to you on betialf of the NAME Service at NAME Hospital. Your child is presently 
receiving support for a physical condition, asthma, which can sometimes have an impact on 
very many different things, both for your child, and for your family.
As healthcare professionals it is important for us to obtain a better understanding of the 
effects of these issues, not only for children, but for their families, and in particular their 
siblings.
Enclosed you will find an invitation to participate in a study proposed by Nicholas White 
(Trainee Clinical Psychologist) and NAME (Consultant Clinical Psychologist). We believe 
this study is likely to provide a very relevant insight into the experiences of tirothers and 
sisters, which may eventually contribute to the quality of care provided by professionals to 
patients and their families in many different settings.
I would like to apologise if, having read this information, this study does not apply to your 
family, either because your son or daughter has no brothers or sisters, or tiecause they may 
not fall into the age range of the study. We have simply used previous clinic lists to identify 
families, and will be sending out letters to all families \^ o  access the asthma service here at 
NAME.
I hope that you will consider taking part. Your-decision to participate in this study will of 
course in no way impact on the care that you or your family receives from our sen/ice.
With kind regards
Yours sincerely.
Dr NAME
Consultant Paediatrician
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To families with children/patients attending
RE: invitation to participate in a psychoiogical study
You recently may have received some information regarding a project, which 
is being undertaken at NAME Hospital, in the event that you have not 
received this information, or have not yet had an opportunity to consider your 
participation, I have enclosed a further copy of the project details for your 
information.
Your child has in the past, and is presently receiving support for a complex 
health need, which can have an impact on very many different things, botfi for 
your child, and for your family.
As healthcare professionals it is important for us to obtain a better 
understanding of the effects of these issues, not only for children, but for their 
families, and in particular their siblings.
Enclosed you will find an invitation of participate in a study proposed by Dr 
NAME and Nicholas White, which we believe is likely to provide us with a very 
relevant insight into these issue which will eventually improve the quality of 
care provided by professionals to patients and their families.
i hope that you will consider taking part Your decision to participate in this 
study will in no way impact on the care that you or your family receive from 
our service.
With kind regards "
Yours sincerely.
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Unis
Dear parent/caregiver.
Siblings of children with physical illness project
W e are writing to invite you to take part in a study that Is being carried out in the next few months 
at the NAME Hospital, NAME, NAME Hospital and NAME Hospital. We are writing to you 
because we are interested in finding out more about the thoughts of siblings, and the parents, of 
children who have a physical condition and which requires medical treatment This project Is 
being carried out with the aim of improving the insight of professionals who support families with 
these types of experiences.
Please find enclosed some information sheets, which will provide you with more detail about 
the project. It is important for you to understand why this research is being carried out, and if 
you have any questions at all you can contact NAME (Consultant Clinical Psychologist) at 
NAME Hospital, Tooting on NUMBER, or Nicholas White at the University of Surrey on 
01483 689441. You may also like to discuss this project with family, friends or other 
professionals.
One parent and the brother or sister of your child receiving treatment will both be asked to 
complete some short questionnaires about health and feelings, and then return this to the 
hospital. In order to  take part your child who does not receive medical treatment 
n e ^ s  to be between 9 to  16 years o f age. If you have more than two childreri, it would be 
helpful if the child closest in age to your child who recedes medical help could take part.
If you decide that you and your son/daughter would be interested in taking part in the study 
you will find a ‘Reply form' at the bottom of this letter. W e would b»e grateful if you could 
complete the slip and return it in the envelope provided in the next 2  weeks. Once we have 
received the slip, a questionnaire pack will be sent to you, with instructions on completing the 
questionnaires, along with a stamped, addressed envelope to return them in.
Your decision whether or not to take part will not affect the standard of care your son or 
daughter receives In any way.
W e hope that you will feel able to participate in the study. Thank you very much for your 
help.
Yours sincerely,
Nicholas White Gillian Colville Dr Anne Christopher
Trainee Clinical Psychologist Consultant Clinical Psychologist Consultant Paediatrician
I would be happy to receive the questionnaire pack to participate in this study (please circle)
YES/NO
Name of Main Caregiver (please print);_________________________________ _________ _ _
Please enter your preferred correspondence address and a contact telephone number:
293
MAJOR RESEARCH PROJECT APPENDIX 12
APPENDIX 12 -  GENERAL INFORMATION SHEET FOR 
PARENTS/CAREGIVERS
294
MAJOR RESEARCH PROJECT APPENDIX 12
Parent/Caregiver Siblings Project Information Sheet
What is the purpose of this study?
This study will be using three questionnaires and a general information sheet, which will only 
be required to be completed once. Because families who have a child with a physical Illness 
may have to make great many changes in their lives, it is important for professionals to have 
an understanding of the types of experiences that families in these situations.have.
We are particularly interested in the way that brothers and sisters of children with a physical 
Illness may think atx>ut their own health, and what parents/carers may think about their 
child’s health,
Why are we being asked to take part?
Your family is being asked to take part because you are currently being supported by 
children’s services at the NAME Hospital, NAME Hospital or NAME Hospital. It is hoped that 
a total of 64 families will take part, with 32 pairs of parents/caregivers and children from each 
hospital. One parent/caregiver from each family will be asked to take part, and one brother 
or sister. The brother or sister who is not receiving treatment should be between 9 to 
16 years of age. Their sibling should have received a diagnosis of their Illness at least 
3 months prior to taking part.
What will happen if we agree to take part?
This study involves filling out three questionnaires and an information sheet only once. If 
you agree to take part in the study, you will be posted a questionnaire package, wtiich will 
contain a consent form for the parent/caregiver, and an assent form for the child who will be 
taking part. Completing these forms will confirm that you are happy to take part.
What do we have to do?
Participants in the study will be asked to complete some short questionnaires that will take 
only a few minutes each to complete.
As the parent/main caregiver you will tie asked to complete one questionnaire about your 
perceptions of your son or daughter who does not receive treatment and their health and 
another questionnaire about their behaviour and feelings. You will also be asked to complete 
a brief sheet of general information (for example, the number of other children living at 
home)
Your son or daughter who does not receive treatment will be asked to complete a short 
health questionnaire lasting about 5 minutes. They will need to be comfortable in reading 
skills at their age level in order to complete the questionnaire.
You will be provided with a stamped addressed envelope to return these questionnaires to 
the hospital.
What will be the benefits of taking part?
We hope that the information gathered as part of this project will be able to assist 
professionals in their ideas of what could be helpful when supporting families wrho have a 
child with a serious illness.
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What are the risks of taking part?
There are no real risks Involved in taking part in this study. Although your son or daughter 
will be asked about their health t>eliefs, these questions will be very general. In the event 
that any thoughts about health issues are raised for you or you child as a result of this study, 
you may wish to consult with your GP. If there is anything you want to ask or if you 
would like to talk about any part of this study you can contact Nicholas White (Tralnee 
Clinical Psychologist) at the University of Surrey TEL: 01483 689441 or NAME 
(Consultant Clinical Psychologist) at the NAME Psychology Service on TEL: NUMBER.
What happens to the results of the study?
The information gathered as part of this study will be kept in a secure place for 5 years so 
that if can be referred to if necessary by the research team only. The study results, vÂich will 
remain anonymous, will be subifiitted as part of the course requirements of the clinical 
psychology training-course at the University of Surrey, Guildford, and will also be submitted 
to an appropriate peer reviewed journal for publishing. A letter summarising the results of 
the study will also be sent to families who have Indicated they would like this to take place, 
and a full version of the report will tie available from Nicholas White.
Will mv taking part in the study be kept confidential?
All questionnaire information will be anonymous and confidential. Any information 
related to the project, which leaves the hospital, will be kept separate from names and 
addresses. Any report or information circulated from this study will not contain any 
personal Information from any families involved in the study.
Who Is organising or funding this research?
This research is tieing funded through a grant made available to Nicholas White as part of 
the Psycho Clinical Psychology training course based at the University of Surrey, Guildford.
Who has reviewed this study?
This study has been reviewed by the NAME Hospital Local Research Ethics Committee, the 
NAME Local Research Ethics Committee, NAME Local Research Ethics Committee and the 
Research Ethics Committee of the University of Surrey.
What happens If I have any questions?
If there is anything you want to ask or if you would like to talk about any part of this 
study you can contact Nicholas White (Trainee Clinical Psychologist) at the University 
of Surrey TEL: 01483 689441 or NAME (Consultant Clinical Psychologist) at the NAME 
Psychology Service on TEL: NUMBER.
What happens If we are happy to take part?
If after you have discussed it, both you and your son/daughter are interested in taking part in 
the project, please f i l l  in the form attached to the bottom of the invitation letter and return it in 
the stamped addressed envelope to the hospital. A questionnaire pack will then t>e sent 
home to you, with a stamped address envelope.
What happens If we do not want to take part?
There are no consequences if you decide not to take part This will not affect the standard of 
treatment or care you receive. If you decide to take part you are still free to change your mind 
or withdraw at any time and without giving a reason.____________________ ______ ________
We hope that the above Information has been helpful and we hope that you will feel 
able to participate in the study. Thank you very much for your help.
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n
QUESTIONNAIRE COVER SHEET FOR PARENTS/CAREGIVERS
Thank you for agreeing to take part in this study. The information you provide will be 
anonymous and confidential. Once you have finished reading this sheet, we would like to 
ask you and your son/daughter to complete the ‘Consent form for Caregivers’ and the ’Assent 
form for Children’ respectively. This lets us know that you are still happy to take part in the 
study.
These questionnaires should be filled out ’oy the main person who cares for the children, and
a brother or sister of your child who is supported by services at  hospital. If
you have more than tvvo children who could take part in the project, it would be very helpful if 
the child closest in age to the child who has a medical condition can take part, although they 
must be between the ages of 9-16 to take part.
In the pack you will find -
- A consent form for you and assent form for your son/daughter to sign.
- A stamped addressed envelope,
For You -
- A general information sheet for you to complete.
- A copy of‘Questionnaire for Parents/Caregivers’.
- An envelope marked ‘Parent/Caregiver Questionnaire.
- A copy of the 'Strengths and Difficulties Questionnaire' which should be filled out 
thinking about vour child who does not have hospital treatment.
For the ‘well-sibling' who is taking part -
- A copy of ‘Questionnaire for Children and Adolescents’ (on green paper).
- An envelope marked Child Questionnaire'.
It is very important that both you and your son/daughter who has agreed to take part fill out 
the enclosed consent/assent forms. This lets us know that both of you are happy to take part. 
Once these forms have been signed, and you have signed your son/daughters as their legal 
guardian, please place them in the stamped addressed envelope. This is to keep them 
separate from your questionnaire responses and to keep these anonymous.
Once the questionnaires have been completed, please place them in envelopes provided, so 
that the confidentiality of the questionnaires is kept. It is important that the questionnaires 
are kept separate from each other in the envelopes provided so that each person's answers 
can remain confidential and that the children can understand that their responses will be seen 
only by the research team. Then place then in the stamped addressed envelope, with the 
consent/assent forms and post them back to the research team at_____________.
Once the data from all participants in the project has been collected, a written summary letter 
of the results will be distributed to all the families who agreed to part in order to give you 
feedback about the types of answers that mothers and children who took part in the project 
have given.
If you have any questions about completing the questionnaires, please 
telephone Nicholas White (Trainee Clinical Psychologist) on Tel: 1483 
689441 or Loca//nvesf/gafor(Clinical Psychologist) at the Department 
of Psychological Medicine on TEL: XXXXXXXXXXXXXX. . You will be 
asked to leave your name and contact details and a time at which it will 
be convenient to be called back.
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SIBLINGS PROJECT: QUESTIONNAIRE COVER SHEET FOR CHILDREN 
AND ADOLESCENTS WHO DO NOT RECEIVE HOSPITAL TREATMENT
Thank you for agreeing to take part in this study. The information 
you provide will be kept confidential and private. Once you have 
finished reading this sheet, we would like to ask you and your 
main carer to complete and sign the ‘Assent form’. This lets us 
know that you are still happy to take part in the study.
Attached to this sheet will be:
- A copy of ‘Questionnaire for Children and Adolescents’
- An envelope marked ‘Child Questionnaire’.
Once you have completed your questionnaire, put it inside the 
small envelope and stick the envelope closed. This is so the 
information can be kept private. Then place it in the large, 
envelope along with your carer’s questionnaire and your assent 
form, and then post it back to us.
If you have any questions about completing the 
questionnaires, please telephone Nicholas White (Trainee 
Clinical Psychologist) on TEL:01483 689441 or Local 
Investigator at the psychology department on TEL: 
XXXXXXXXXXXXXXXX. You will be asked to leave your name 
and contact details and for a good time to call you back.
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Trust Logo Here
ASSENT PORM  FOR CHILDREN
Title of Project: Carer perceptions of child vulnerability and self-reported health 
self-efficacy beliefs in siblings of children with chronic physical illness.
Ethics Protocol Number. NUMBER (NAME Local Research Ethics Committee)
Researchers
NAME, Consultant Child Clinical Psychologist, NAME Hospital, NAME.
Nicholas White, Trainee Clinical Psychologist, University of Surrey, Guildford.
Dr James Murray, Clinical Psychologist, University of Surrey, Guildford.
Section 1 -  To be signed by the child
Please tick the boxes if you agree with each question.
The study was explained to me by.............................(please say whether it was
your murn/dad/stepdad/stepmum or someone else)
I have read and understand the booklet which explains what will Q
happen in the study.
2. I agree to take part in the study.
My Name Date My Signature
Section 2 -  To be signed by the parent/caregiver
I,..............................  , confirm that this project have been explained to the
above child and I am satisfied that they have a full and complete understanding 
of the procedures involved, what the information will be used for, and what the 
benefits and risks of taking part in the project may be.
Signature of
Caregiver...............................   Date..............................
Please return this form in the stamped addressed envelope provided with the 
questionnaire package.
□
3. I understand that if I don’t want to take part in the study, I can stop at
any time and it will not effect my brother or sister’s hospital care [ [ ]
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Trust Logo Here
CONSENT FORM FOR PARENTS/CAREGIVERS
Title of Project: Carer perceptions of child vulnerability and self-reported health 
self-efficacy beliefs in siblings of children with chronic physical illness.
Ethics Protocol Number:
Researchers
Dr NAME, Lead Child and Adolescent Clinical Psychologist, NAME Hospital,
NAME.
Nicholas White, Trainee Clinical Psychologist, University of Surrey, Guildford.
Dr James Murray, Clinical Psychologist, University of Surrey, Guildford.
Please Tick Boxes as appropriate and
1. I confirm that I have read and understand the information sheet dated. Q
....................... (Version.........) for the above study and that I have had
an opportunity to contact the researcher to ask any questions.
2. I confirm that my son/daughter has read and understood the Q
information sheet dated for the above study and that he or she has
had an opportunity to contact the researcher to ask any questions.
3. I understand that the participation of myself and my son/daughter is [ ]
voluntary and that I am free to withdraw at any time, without giving a
reason, and my medical care and legal rights will not be affected.
4. I have been assured that strict confidentiality will be maintained. O
4. 1 agree to participate in the above study. [%]
5. I agree for________________________ (insert name of son/daughter) [~ l
to participate in the above study. -
6. I would/would not like to be informed of the results of this study. [ j
(Please delete as appropriate).
Name of Carer Date Signature
Principal Investigator Date Signature
If you have any questions about completing the questionnaires, please telephone 
Nicholas White (Trainee Clinical Psychologist) at the University of Surrey on 01483 
689441 or NAME at the Psychology Service (NAME Hospital on
TEL: . You will be asked to leave your name and contact details and a time at
which it will be convenient to be called tsack.
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Trust Logo Here
General Information Questionnaire
1) What is the sex of your child who is receiving treatment at the hospital? 
(please circle) Male Female
- What is the age of this child?____
2) What is the medical condition for which your child is receiving treatment in the 
hospital? (please specify) .......................................................................
How long ago was your child diagnosed with this condition? (please specify 
months and years) ........................................................................................
3) What is your relationship to this child?............................... .........................
4) What is the sex of the brother or sister who is not receiving treatment at the 
hospital and is taking part In the study (please circle) Male Female
- What is the age of this child?____
5) Who else lives at home in your family? -  please specify in the spaces below. 
Person 1
Male/Female (please circle) Age  Relationship to you______________
Person 2
Male/Female (please circle) Age  Relationship to you_______________
Person 3
Male/Female (please circle) Age  Relationship to you_______________
Person 4
Male/Female (please circle) Age  Relationship to you____________ :__
Person 5
Male/Female (please circle) Age  Relationship to you_
Please circle the category which you feel best describes your ethnic origin;
WHITE BUkCK QR BUkCK OTHER ETHNIC
BRITISH GROUPS
British Caribbean Chinese
Irish African Any Ottrer Ethnic
Any Other White Background Any Other Black 
Background
Not Stated
MIXED ASIAN OR ASIAN 
BRITISH
White arrd Black Caribbean
While and Black African Pakistani
White and Asian Bangladeshi
Any other Mixed Background Any other Asian 
background
Thank you very much for your help. Please return this questionnaire, along 
with the completed ‘Questionnaire fo r Main Carer* and the ‘Strengths and 
Difficulties Questionnaire fo r your son/daughter in the envelope marked ‘Carer 
Questionnaire’
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Trust Logo Here \J
Questionnaire for Parent/Main Carer
This is a questionnaire that will ask you to think about your son or daughter who does not 
regularly visit the hospital for medical treatment If you have more than one child who is in 
this category, please respond to the questions thinking of only the child who has agreed to 
complete the children's questionnaire.
Please indicate your age (drcleage range) = 17 to 25/26 to 36 / 37 to 47 / 48 to 58 I 58 +
For each statement please circle the response that you feel is most appropriate for your 
child.
1. In general, my child seems less healthy than other children.
Definitely Mostly Mostly Definitely
True True False False
2  I often think about calling the doctor about my child.
Definitely Mostly Mostly Definitely
True True False False
3. When there is something going around my child usually catches it.
Definitely Mostly Mostly Definitely
True True False , False
4. I often check on my child at night to make sure that s/he is okay.
Definitely Mostly Mostly Definitely
True True False False
5. Sometimes I get concerned that my child doesn't look as healthy as s/he should.
Definitely Mostly Mostly Definitely
True True False False
6. I often have to keep my child indoors because of health reasons.
Definitely Mostly Mostly Definitely
True True False False
7. I get concerned about circles under my child's eyes.
Definitely Mostly Mostly Definitely
True True False False
8. My child gets more colds than other children I know.
Definitely Mostly Mostly Definitely
True True False False
Thank you very much for your help. Please return this questionnaire, along with the 
completed ‘General Information Questionnaire' in the envelope marked ‘Carer 
Questionnaire’, then place both this envelope, and your consent form in the main 
stamped addressed envelope.
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Streagths and Difficultés Questioiaaaire
For each item, please mark ihe box for Not True, Somewhat True or Certainly True. It would help us if  you answered all items 
as best you can even if  you are not absolutely certain or the item seems daft! Please give your answers on the basis of the child's 
behaviour over the last six months or this school vear.
Child’s Sex (please circle) Male/Female 
Relationship to .Child:.
Child’s Age:_
Not
True
Somewhat
True
-Certainly
True
Considerate of other people's feelings □ □ □
Restless, overactive, cannot stay still for long □ □ □
Often complains of headaches, stomach-aches or sickness □ □ □
Shares readily with other children (treats, toys, pencils etc.) □ □ □
Often has temper tantrums or hot tempers □  - □ □
Rather solitary, tends to play alone □ □ □
Generally obedient, usually does what adults request □ □ □
Many worries, often seems worried □ □ □
Helpful i f  someone is hurt, upset or feeling ill □ □ □
Constantly fidgeting or squirming □ □ □
Has at least one good fnend □ □ □
Often fights with other children or bullies them □ □ □
Often unhappy, down-hearted or tearful □ □ □
Generally liked by other children □ □ □
Easily distracted, concentration wanders □ □ □
Nervous or clingy in new situations, easily loses confidence □ □ □
Kind to younger children □ □ □
Often lies or cheats □ □ □
Picked on or bullied by other children □  . □ □
Often volunteers to help others (parents, teachers, other children) □ □ □
Thinks things out before acting □ □ □
Steals from home, school or elsewhere □ □ □
Gets on better with adults than with other children □ □ □
Many fears, easily scared □ □ □
Sees tasks through to the end, good attention span □ □ □
TO BE COMPLETED BY THE PARENT/CAREGIVER ABOUT THE SIBLING WHO
IS COMPLETEING THE QUESTIONNAIRE FOR CHILDREN AND ADOLESCENTS
Thank you very much for your help C  R d b e ii C o o d jc f to .  1999
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Questionnaire for Children and Adolescents 
If you have any questions about completing the questionnaire, please telephone 
Nicholas White (Trainee Clinical Psychologist) at the University of Surrey on 01483 
689441 or Local Investigator at Department of Psychological Medicine on TEL: You will 
be asked to leave your name and contact details and a time at which it will be 
convenient to be called back.
1. Are you male or female? (Please circle)
2. How old are you?
Male Female
How much confidence do you have about doing each of the things listed 
below?
A B c D E
4 VERY LITTLE 
CONFIDENCE
WUfttzALUl
OF
CONFIDENCE
1 W
These are not questions about what you are supposed to do. They are questions about what 
you think you can do. This is not a test, so there are no right or wrong answers!
For each of the things below, circle the letter on the scale that is the closest to what
you think
How much confidence do you 
have to do each thing?:
Lots of < 
Confidence
(— — ► Little Confidence
1. Eating a balanced diet A B c D E
2. Eating three good meals a day A B c D E
3. Avoiding accidents A B c D E
4. Treating colds A B 0 D E
5. Getting enough sleep A B 0 D E
6. Taking medicine property A 8 c D E
7. Treating a temperature A 6 0 D E
8. Avoiding holes in my teeth A B c D E
9. Treating small cuts A B c 0 E
10. Treating muscle pulls or 
strains
A B c D E
11. Maintaining a good weight A B c D E
12. Exerdsinq regularly A B c D E
13. Avoiding colds or other 
infections
A B 0 D E
14. Knowing when 1 am getting 
sick
A 6 0 D E
IS.Keeping my body dean A B 0 D E
16. Knowing who to ask about a 
health concern
A B c D E
17. Dressing the right way for the 
weather.
A B 0 D E
i B I S i iW
Once you have finished the questionnaire, please put it in the envelope 
which has got ‘Children’s Questionnaire’ written on it Then with the 
questionnaire completed by your parent or carer, which they have put in 
the ‘Parent/Caregiver Questionnaire’ envelope, and post both back in the 
envelope with the stamp on it
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